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Preface 


Gender violence in the form of intimate partner violence and sexual assault com- 
monly occurs within every known socioeconomic, racial, cultural, and religious 
group. Effective intervention addressing gender violence needs not only to work 
with individual survivors, perpetrators, and children who have witnessed abuse but 
also needs to include primary prevention strategies that are centered in perspectives 
from within diverse populations and communities. Changes at individual, commu- 
nity, and societal levels need to take place. One set of institutions which could be 
more useful in the movement to end gender violence is religious congregations. 
While there are values within many diverse religious traditions and communities 
which could be tapped to help these groups become better allies in the prevention 
and treatment of gender violence, these prosocial values need to be developed 
beyond possibilities into behavioral realities. This volume empowers mental health 
professionals both to consult with religious communities in efforts to address gen- 
der violence against persons with disabilities and to be able to provide appropriate 
interventions for religious survivors of gender violence with disabilities on an indi- 
vidual level. 

Women with disabilities experience gender violence more frequently than the 
general population. Survivors with disabilities encounter significant barriers that 
interfere with obtaining help or finding professionals with competency in both gen- 
der violence and disability. Religious barriers to seeking help for gender violence 
survivors and religious theologies that have negative consequences for persons with 
disabilities in religious communities have also been found. On the other hand, there 
are a number of positive steps on which mental health professionals and religious 
communities can work together to assist survivors with disabilities and their chil- 
dren. This book uses a transformative justice framework to explore research-based 
principles that empower individuals and support healing at the intersection of reli- 
gion, gender violence, disabilities, and social location. 

The higher gender violence prevalence rate for persons with disabilities is com- 
posed of multiple components. First, gender violence is not uncommon in the gen- 
eral population. There is a vulnerability to gender violence we each face, both 
persons with and without disabilities, even though this risk is not consciously 
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considered by many. This component of vulnerability to gender violence is coun- 
tered by traditional models of gender violence prevention (e.g., bystander empower- 
ment training) and treatment (e.g., cognitive processing therapy for survivors and 
group therapy targeting power and control in perpetrators). 

A second component of the higher prevalence rate concerns enhanced vulnera- 
bility as a function of biological, physical, or other characteristics of a person with 
a disability which might increase the likelihood of the person encountering gender 
violence. This component is often the focus of medical models of disability which 
tend to equate disability with a physical limitation or a negative state that must be 
cured. Treatment modalities which address this component of vulnerability to gen- 
der violence can have some positive effects if they promote full inclusion and 
empowerment of persons with disabilities. Sometimes proponents of the medical 
model take into account complexities involving the abusive behavior of caretakers 
which may not be an issue in the temporarily abled bodied (TAB) population. 
Abusive behavior in caretakers has led many in the field to prefer the term “interper- 
sonal violence” instead of “intimate partner violence” or even “gender violence” for 
violence against persons with disabilities. Unfortunately, medical models of dis- 
ability also tend to be paternalistic, emphasizing dynamics of exerting protective 
power and control over persons with disabilities, and can inadvertently set the stage 
for abuse to occur. This is a major limitation which leads sensitive mental health 
professionals, advocates, and religious communities to use more advanced models 
that actively promote the full inclusion, empowerment, and dignity of persons with 
disabilities. 

A third component of vulnerability to gender violence in persons with disabili- 
ties results from the way in which disability is socially constructed. For example, 
consider the case of someone who uses a wheelchair to get around. The physical 
limitation which led the person to use the wheelchair is not the disability. It is a 
physical limitation. A disability is created, however, if a religious institution does 
not have ramps or other accommodations which allow the person to move about 
freely in the synagogue, church, mosque, or other buildings. The disability is 
socially constructed. It is unnecessary and avoidable. Practitioners, scholars, and 
religious communities who use social models of disability focus attention on what 
people and institutions can do to empower persons with all kinds of physical and 
other limitations so that they can act independently and be fully integrated into 
society. In other words, they work to make sure that disabilities are not imposed 
upon persons with limitations. In religious language, stumbling blocks are not cre- 
ated for the blind (to use one of the multiple levels of interpretation for Leviticus 
19:14). 

Common misperceptions, stereotypes, and unconscious or unexamined preju- 
dices concerning persons with disabilities can lead to the construction of systems 
which focus on control, protection, and isolation instead of empowerment and full 
integration of persons with disabilities into society. They also can lead to the con- 
struction of situations where abuse is more likely to occur. Theoretical models 
which stress the social aspects of disability and the integration of different levels of 
social systems in creating disabilities often can be used to shed light on this third 
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type of vulnerability. These integrated ecological models emphasize the intersection 
of disability with other sources of social location, such as gender, race, culture, 
religion, and sexual orientation, in attempting to analyze dynamics of interpersonal 
violence that affect persons with disabilities. 

This work uses elements of a transformative justice framework to address the 
increased vulnerability of persons with disabilities for interpersonal violence. The 
transformative justice tradition recognizes that cultural changes regarding the con- 
struction of masculinity, femininity, and effects of these on common perceptions of 
normative sexual, gendered, and interpersonal behaviors are necessary to reduce the 
risk of gender violence for all persons. In contrast to attempts to address change at 
the individual or at the criminal justice system level alone, a transformative justice 
framework recognizes the need for profound changes in every institutional system 
within a culture, including religious institutions and communities, since gender vio- 
lence is commonly found in every corner of society. Transformative justice focuses 
on empowering persons with disabilities to secure their safety, to become as inde- 
pendent and fully integrated into society as possible, and to make their own deci- 
sions about important facets of their lives, including living situations, violence 
prevention strategies, and treatment for interpersonal violence. Finally, transforma- 
tive justice approaches examine the intersection of social location for persons with 
disabilities to direct political and systemic interventions which seek to alleviate 
problematic social issues highlighted by an integrated ecological model and in order 
to enhance the liberation and fullness of life choices for the survivor. 

A useful metaphor for the goal of a transformative justice approach is that there 
should be “no wrong door” for survivors with disabilities seeking help (see the 
Minnesota Department of Health for information regarding their “No Wrong Door” 
policy which informs our model: http://www.health.state.mn.us/injury/topic/safe- 
harbor/). In other words, persons with disabilities who experience interpersonal vio- 
lence should be able to contact clergy, mental health professionals, domestic 
violence advocates, disability specialists, teachers, or any other professionals and be 
treated in a way that acts to ensure safety, to accept and respect the person, to 
empower the person to make choices, and to connect with other appropriate sources 
in a network of help and support. Survivors should not have to determine which 
door of which professional is going to be supportive and helpful. Each segment of 
society needs to be transformed so that no door is the wrong door for a survivor with 
disabilities. No wrong door is a vision to work toward and an imperative to attain. 
There will be different implications for different professionals in different roles, but 
it is our job as professionals to be competent, accessible, respectful, and connected 
so that we can be effective in fulfilling our roles and in making appropriate referrals. 
Every institution and professional needs to play a coordinated role in the beneficent 
society. Unfortunately, the present reality misses the mark. Many survivors with 
disabilities encounter inappropriate responses from diverse professionals when 
seeking help. 


x Preface 
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Opportunities for religious communities and mental health practitioners to work 
together in a positive way in the movement to end violence against persons with 
disabilities are numerous. Religion, Disability, and Interpersonal Violence is orga- 
nized into two major parts to examine how such collaborations might take place. 
The first part emphasizes foundational issues. Lund and Thomas (Chap. 1) provide 
a broad overview of disability-specific factors that impact abuse vulnerability, 
reporting, and help seeking. Nelson and Lund (Chap. 2) contribute an analysis of 
common dynamics of violence against persons with disabilities from within social 
and integrated ecological models. 

It is difficult for religious communities to provide support and buffer against 
interpersonal violence for survivors with disabilities if persons with disabilities are 
not welcomed as valued members of religious congregations at the outset. Carter 
(Chap. 3) describes barriers to participation and belonging for persons with disabili- 
ties in religious communities, outlining empirically based practices that work to 
ensure persons with disabilities are actively welcomed and integrated into the com- 
munity as beloved and empowered equals. Fitzsimons (Chap. 4) explains how faith 
organizations can function as agents of community change. She explores how men- 
tal health professionals can work to create an inclusive, comprehensive interper- 
sonal violence prevention plan within organizations in general and religious 
communities in particular. Finally, Khemka and Hickson (Chap. 5) give an over- 
view of how organizations can work to empower women with intellectual and 
developmental disabilities (IDD) to resist interpersonal violence. They review the 
unique patterns of abuse in women with IDD, the consequences of abuse, and the 
complexities of treatment and prevention at individual and systemic levels for 
female survivors with IDD. 

The second part of the book examines the intersection of religion, disability, inter- 
personal violence, and social location. Given the overwhelming complexity of these 
issues, we organized the work so each chapter covers only a couple of corners of the 
intersection at any one time. This approach moved the work into the realm of the pos- 
sible and provides the pieces of the jigsaw puzzle to empower mental health profes- 
sionals to put together the big picture when working with diverse survivors with 
disabilities. Cramer, Choi, and Ross (Chap. 6) demonstrate how a cultural humility 
model can be used to work with survivors with disabilities from diverse racial and 
cultural groups. Saxton (Chap. 7) explores the complexity of various forms of abuse 
against men with disabilities in an array of relationships, unique life experiences of 
male survivors, and strategies for prevention and treatment. Challenges encountered 
by survivors in the Deaf community and for survivors who have acquired deafness or 
who are hard of hearing are explained by Crowe (Chap. 8). Practical advice on remov- 
ing barriers to accessibility of services for Deaf survivors and for making treatment 
protocols culturally sensitive and appropriate is outlined. Nelson and Lund (Chap. 9) 
describe compelling challenges for survivors with disabilities due to socioeconomic 
status or geographical location. Difficulties in disclosing abuse, leaving abusive 
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relationships, and coping with violence can be complicated. Suggestions for how 
mental health providers can take these into account when designing culturally 
appropriate prevention and treatment strategies are outlined. 

In Chap. 10, Brown explains how processes of othering and pathologizing 
seriously limit access to support, mental health care, and shelters for LGBTQ+ 
survivors with disabilities.! While there is a large body of research documenting 
problematic responses of clergy and religious persons to survivors of intimate 
partner violence, little research has investigated religious leader responses to IPV 
survivors with disabilities. Nelson, Wang, and Haagenson (Chap. 11) report the 
results of a qualitative study on pastoral responses to women with disabilities 
(WWD) who are IPV survivors. The pastors in their study were not a representative 
sample but were chosen due to their reputation as being noteworthy for welcoming 
persons with disabilities. In spite of this being a highly select group, both appropri- 
ate and inappropriate responses of Christian pastors were noted. Examination of 
pastoral responses in light of professional and research literatures on IPV was used 
by Nelson et al. to suggest practical steps that pastors can be encouraged to take to 
support WWD who are IPV survivors. Nelson (Chap. 12) next interviews IPV 
survivors with disabilities to give us further perspective on the dynamics of the 
abuse of WWD and how they perceived diverse attempts to provide support. Finally, 
the concluding chapter explains the “no wrong door” model, suggesting best prac- 
tices and directions for future research from a survivor-centered perspective. 


St. Paul, MN, USA Andy J. Johnson 





! Please note that one should use they/them pronouns when referring to Brown in the third person. 
This means that instead of saying something like “Brown has important ideas to consider in her 
chapter,’ one would say “Brown has important ideas to consider in their chapter.” 
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Part I 
Foundational Issues 


Chapter 1 

Interpersonal Violence Survivors 
with Disabilities: Considerations 
for Faith-Based Organizations 


Emily M. Lund and Katie B. Thomas 


Violence against and abuse of people with disabilities is a persistent issue across 
history (Petersilia, 2001). In recent times, too, violence against people with disabili- 
ties has been well documented in childhood (Jones et al., 2012), adulthood (Hughes 
et al., 2012), and across the lifespan (Hughes, Lund, Gabrielli, Powers, & Curry, 
2011). In the 21 studies reviewed by Hughes et al. (2011), lifetime interpersonal 
violence (IV) prevalence for women with disabilities ranged from 26% to 90%. 
Furthermore, the incidence of past-5-year abuse ranged from 4.9% to 29.1%, with 
the incidence of past-year abuse ranging from 2% to 70%. Although only five stud- 
ies—trepresenting 14% of the participants—provided data on IV prevalence and 
incidence in men with disabilities, the limited data from these studies suggest that 
men with disabilities are at substantial risk for IV as well. 

Lifetime prevalence of abuse for men with disabilities ranged from 28.7% to 
86.1%. Among studies that directly compared rates of IV victimization of men with 
disabilities to those of women with disabilities, the results were mixed. Some studies 
documented significantly higher rates of abuse among women, while studies docu- 
mented no significant differences by gender. Regardless, it appears that disability is 
a significant risk factor for IV in both men and women and both recently and across 
the lifespan. Similarly, Hughes et al. (2012) conducted a meta-analysis of 26 studies 
of abuse in adults with disabilities and found that adults with disabilities were 1.5 
times as likely as those without disabilities to experience abuse. Furthermore, they 
found evidence of even greater vulnerability to abuse among those with intellectual 
or psychiatric disabilities. Specifically, adults with intellectual disabilities were 1.6 
times likely to experience abuse compared to people without disabilities, and adults 
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with mental illness were 3.86 times as likely to experience abuse. Again, these results 
illustrate a well-documented and persistent vulnerability to abuse among people 
with disabilities. 


Disability-Related Factors that Influence Abuse 


Although the exact reasons for this increased vulnerability are unclear, one reason 
that has been consistently postulated is that people with disabilities face additional 
and consistent barriers to reaching out for and receiving accessible, disability- 
aware, and culturally competent services (Lightfoot & Williams, 2009; Lund et al., 
2015; Oschwald et al., 2009). For example, people with disabilities may rely on the 
perpetrator of abuse for assistance with vital life tasks, such as eating, dressing, 
going to the bathroom, or leaving the house (Lund et al., 2015; McFarlane et al., 
2001; Powers, Hughes, & Lund, 2009; Saxton et al., 2001, 2006). Although finan- 
cial and other reliance on a perpetrator is a commonly cited barrier to leaving in 
victims of interpersonal violence (IV) regardless of disability status (see Miller, 
Lund, & Weatherly, 2012), the level of practical dependence on the perpetrator 
experienced by people with disabilities creates a new, more complex situation that 
victims of IV must navigate when planning to leave a violent or potentially violent 
relationship (Powers et al., 2009). For example, who can a person who relies on the 
perpetrator for assistance with activities of daily living use as backup or emergency 
personal care assistants when they leave? How can the person set up such backup 
support systems without making the perpetrator aware of his or her intentions to 
leave? Are there shelters in the community that provide personal care or allow a 
resident to be accompanied by outside personal care attendants? These are but a few 
examples of the many possible specific, disability-related considerations that may 
be important for faith leaders and others to consider when working with individuals 
with disabilities who have experienced violence. 

Even the manifestation of IV itself may be influenced by the presence of disabil- 
ity. For example, emotional or verbal abuse may relate specifically to an individual’s 
disability (Powers et al., 2008). Some examples of targeted verbal abuse may 
include “No one will believe a retard if you tell,’ “No one will ever love a psycho 
like you,” and “You’re a deformed cripple.” Similarly, people with disabilities who 
require either physical or cognitive assistance with their money management may 
be vulnerable to certain forms of financial abuse, such as having their social security 
checks stolen by personal care assistant or having an aide withdraw “extra” money 
from the person’s bank account when using the ATM (Lund et al., 2015). Additionally, 
people with disabilities may be vulnerable to forms of abuse that would not affect 
people without disabilities; this is sometimes referred to as “disability-related 
abuse” (Hughes et al., 2011; McFarlane et al., 2001). Disability-related abuse may 
involve denial or destruction of adaptive equipment (e.g., wheelchairs, communica- 
tion devices, respirators, etc.) and denial of care, permission, or assistance with 
activities of daily living, such as going to the bathroom, eating, getting out of bed, 
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or getting dressed (McFarlane et al., 2001). Because the experience or even the 
existence of disability-related abuse may not be well known to many people who 
provide services to survivors of IV, they may not assess for it, address it in safety 
planning, or even recognize it as a potential area of vulnerability. This may allow 
such violence to go unchecked and untreated, despite its considerable potential to 
cause physical and psychological harm (Powers et al., 2008). 

Furthermore, people with disabilities may be at risk for abuse by wider variety of 
perpetrators than are people without disabilities. Gender-based violence is often 
conceptualized as being synonymous with “intimate partner violence,” but research 
on violence against people with disabilities has consistently shown that they may 
experience abuse not only from intimate partners, such as boyfriends, girlfriends, 
husbands, and wives, but also from a variety of people in their lives (Nosek, Foley, 
Hughes, & Howland, 2001; Saxton et al., 2001, 2006). These relationships may be 
professional, such as healthcare providers or professional personal care attendants 
(Nosek et al., 2001; Powers et al., 2008); personal, such as friends or family mem- 
bers (Lund et al., 2015; Nosek et al., 2001); or a combination of the two, such as 
friends or family members who also act as paid care providers. This increased vul- 
nerability to a variety of perpetrators adds another dimension of risk to the lives of 
people with disabilities and one of which many domestic violence service providers 
and mental health professionals may not aware of or think to screen for during the 
intake or interview process. 


Specific Considerations for Reporting Violence and Abuse 
in People with Disabilities 


In addition to disability-related factors that influence vulnerability for abuse itself, 
disability-related factors may also complicate—and potentially suppress—the 
reporting of abuse and IV among people with disabilities. Indeed, Curry et al. (2011) 
found that only about 55% of women with disabilities who reported experiencing 
abuse had ever disclosed it to a professional. One factor that may suppress IV 
response and reporting in people with disabilities is the fear of inappropriate or 
unwanted loss of independence due to reporting abuse. Because the mandatory 
reporting laws in many states extend mandatory reporting to cover some or all adults 
with disabilities (National Adult Protective Services Association, 2013), many 
adults with disabilities may be hesitant to report abuse due to concerns about 
involvement from Adult Protective Services (APS) (Oschwald et al., 2009; Saxton 
et al., 2001, 2006). These individuals may be concerned that involvement from APS 
may result in them losing their independence and, at worst, require them to move 
into a more restrictive living environment, such as an institution. Oschwald et al. 
(2009) found that 51% of women with disabilities who completed their anonymous 
audio computer-assisted screening interview (A-CASI) for abuse said that their 
responses to the abuse history items were influenced by knowing that their responses 
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could not be linked to them and therefore were not subject to APS reporting. These 
concerns about APS reporting add yet another layer of complexity to the already- 
difficult and complicated decision that women face regarding if or how to disclose 
and respond to abuse (Miller et al., 2012). 

Although individuals must abide by the mandatory reporting laws of their state, 
they should also consider the ways in which these laws may be influencing their 
clients’ decisions about disclosure. Practitioners who are working with individuals 
with disabilities should be able to explain the laws for their state and their responsi- 
bility as mandated reporters of abuse early on in the professional relationship. 
Similarly, clergy and laypeople should also be aware of the mandatory reporting 
laws in their state and if they are considered to be mandated reporters under law. 
Again, this information should be disclosed to clients or parishioners early on in the 
relationship so that individuals with disabilities can make a fully informed decision 
regarding disclosure of abuse and do not feel caught off-guard if a mandated report 
must be made to APS. Additionally, individuals who are making mandated reports 
regarding the abuse of adults with disabilities should give the person with a disabil- 
ity the chance to be involved in the reporting process, such as being present while 
the phone call is made to APS, unless they feel that such involvement would do 
substantial harm to the client. Providing the opportunity for individuals with dis- 
abilities to be involved in this process may increase their feelings of ownership of 
and active involvement in the reporting proces and may allow for more targeted and 
specific safety planning to occur. 

In addition to concerns about APS involvement, people with disabilities may be 
particularly hesitant about the involvement of law enforcement in situations related 
to IV. Both law enforcement officials (Hughes et al., 2011) and people with disabili- 
ties (Engelman & Deardorff, 2015; Oschwald, Curry, Hughes, Arthur, & Powers, 
2011) have discussed the difficulties that people with disabilities and law enforce- 
ment officers face in their interactions. These barriers include communication dif- 
ficulties (Engelman & Deardorff, 2015; Oschwald et al., 2011), lack of time and 
resources for addressing disability-related accommodations (Engelman & Deardorff, 
2015; Hughes et al., 2011), difficult distinguishing the effects of disability from 
those of drug and alcohol intoxication (Hughes et al., 2011; Oschwald et al., 2011), 
and a general mistrust and lack of connection between the law enforcement com- 
munity and the disability community (Hughes et al., 2011; Oschwald et al., 2011). 

People with disabilities may had prior negative experiences with law enforce- 
ment that make them hesitant or even unwilling to report IV to the police (Oschwald 
et al., 2011), and a lack of appropriate accommodations may make it more likely 
that their reports are dismissed, characterized incorrectly, or poorly understood by 
law enforcement officials (Engelman & Deardorff, 2015; Hughes et al., 2011; 
Oschwald et al., 2011). This may create a feedback loop in which the two communi- 
ties fail to develop mutual trust, respect, and understanding. Indeed, both the dis- 
ability and law enforcement communities have noted that the lack of necessary 
accommodations and shared understanding between crime victims, including IV 
survivors, with disabilities and law enforcement officers (Engelman & Deardorff, 
2015; Hughes et al., 2011; Oschwald et al., 2011) greatly hampers their ability to 
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provide and receive fair and appropriate legal support and justice. Thus, those 
working with individuals with disabilities who have experienced abuse should be 
aware that reporting abuse to law enforcement may not always be accessible, com- 
fortable, or preferred by survivors and that those who do support may require 
accommodations, assistance, and support in navigating the process. 


Accommodations for IV Survivors with Disabilities 


Likewise, practitioners who are working with individuals with disabilities should 
make efforts to provide appropriate support and accommodations throughout any 
reporting or legal involvement. Such accommodations may be particularly impor- 
tant for people with disabilities that impact speech or cognition, such as those with 
traumatic brain injuries, speech impairments, D/deafness or hearing loss, or intel- 
lectual disabilities. It is vital that all individuals be able to receive and convey infor- 
mation in a manner that is appropriate and accessible. Some examples of possible 
accommodations include sign language interpreters, providing “plain language” 
versions of important documents, reading text aloud or with a text-to-speech pro- 
gram, or providing training on how the individual uses an alternative and augmenta- 
tive communication (AAC) device to communicate with others (Lund et al., 2015; 
Oschwald et al., 2009). All decisions about accommodations should be made in a 
collaborative process that involves the person with a disability. 

In terms of intervention services beyond the reporting processes, researchers 
have generally found mixed results in terms of the accessibility of domestic vio- 
lence shelters and similar programs (Chang et al., 2003; Frantz, Carey, & Bryen, 
2006; see also Lund, 2011, for a review). In general, programs appear to do fairly 
well in terms of basic architectural accessibility, such as ramps, but may be less 
likely to offer programmatic accommodations, such as alternate format text or sign 
language interpreters (Frantz et al., 2006). They may also be less likely to provide 
complete physical accessibility, such as automatic door openers for internal doors or 
railings on the sides of all stairways. Chang et al. (2003) found that domestic vio- 
lence service providers were more likely to report a lack of confidence in working 
with women with communication disabilities and less likely to be able to address 
broader accessibility issues faced by clients with disabilities, such as a lack of 
accessible transportation. 

Swedlund and Nosek (2000) found that independent living centers, which pro- 
vide services to individuals with disabilities, were, as expected, very knowledgeable 
regarding issues of disability and access, but much less knowledgeable on issues 
related to abuse and violence. Thus, the issue of access to appropriate services for 
IV survivors with disabilities may be in part an issue of lack of cross-communication 
and training. In other words, IV service providers may have expert knowledge on 
issues related to IV assessment, intervention, and victim advocacy but have no or 
minimal training on issues related to disability access and disability-related cultural 
competency. Conversely, disability service providers may be experts in providing 
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services to and helping to secure access for people with disabilities but may lack 
in-depth training on how to assess, respond to, and support their clients in situations 
involving violence and abuse. Thus, individuals with disabilities who have experi- 
enced abuse may require assistance from providers or other advocates who under- 
stand both disability and IV and can help the individual navigate both systems as 
needed in order to receive appropriate services and supports. A tool aimed at 
addressing IV issues in people with disabilities, such as the Safer and Stronger 
Programs for men and women with disabilities (Lund et al., 2015; Oschwald et al., 
2009), may be helpful in initially screening for and broaching abuse-related topics 
in a comprehensive and culturally competent manner, although additional follow-up 
and support may also be required. 


Conclusion 


As discussed above, the intersection of disability and gender violence presents 
many unique and important considerations for practitioners and researchers. In 
addition, these intersections are further complimented by other personal and social 
factors, such as race and ethnicity, faith and religion, gender, sexual orientation, 
socioeconomic status, and rurality. In the following chapters, experts in the areas of 
violence, disability, religion, and their intersection will cover a variety of issues 
related to how mental health and social services providers can work with faith com- 
munities in order to provide comprehensive, culturally competent, and accessible 
services to people with disabilities who have experienced violence. 
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Chapter 2 

Bronfenbrenner’s Theoretical Framework 
Adapted to Women with Disabilities 
Experiencing Intimate Partner Violence 


J. Ruth Nelson and Emily M. Lund 


Women with disabilities (WWDs) share how isolating it can be experiencing the 
effects of abuse in silence or living in the aftermath, trying to avoid a violent abuser. 
And yet how do WWD become isolated by their partner when they are nestled in 
concentric circles of influential systems? These systems may include their immedi- 
ate and extended family systems; close friends; possibly a job, school, or church 
system; a socioeconomic system; a neighborhood system; and a community and 
state system to name just a few. To understand and better serve WWD who are expe- 
riencing gender violence, helping professionals and faith leaders need to carefully 
examine environmental influences on the initiation and sustainment of intimate 
partner violence (IPV) as these can play pivotal roles in system interventions (see 
also Beyer, Wallis, & Hamberger, 2015, for meta-analytic review of the role of envi- 
ronments and a helpful conceptual model relating individual, social, and ecological 
factors to IPV). This chapter will examine how Bronfenbrenner’s (2005, 1979) 
applied bioecological model of systems, integrated with current research on WWDs 
with disabilities experiencing IPV, can help practitioners understand the dynamics 
of WWDs leaving the abuse or maintaining the silence. Efforts to support women to 
safety and out of isolation will not be as effective unless practitioners carefully con- 
sider WWD’s entire ecological context as a person with a disability and the conse- 
quences of reciprocal interactions between these various systems. Bronfenbrenner’s 
(2005, 1979) comprehensive bioecological framework can help define, describe, 
and illustrate the intersectional influences to consider when responding to WWDs 
experiencing IPV. 
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Bronfenbrenner’s Bioecological Framework Adapted 


Developmental psychologist Urie Bronfenbrenner (2005, 1979) created a develop- 
mental model to explain how human beings grow and change in the context of 
multiple systems. This model also provides a framework for how reciprocal interac- 
tions with various systems can become more enduring processes over time. 
Bronfenbrenner’s (2005) last update to his Process-Person-Context-Time (PPCT) 
model included four components: (1) the developmental process of interactions 
between the person and their environment; (2) the person, with her or his individual 
biological, cognitive, behavioral, and emotional characteristics; (3) a context of 
multiple, nested levels or systems influencing development; and (4) various types of 
time, such as historical time and its influences. In the following sections, the authors 
will describe each of these components and how they may apply to WWDs who are 
experiencing IPV (see Tudge, Mokrova, Hatfield, & Karnik, 2009, for uses and 
misuses of Bronfenbrenner’s bioecological model). 


Proximal Processes 


According to Bronfenbrenner and Morris (1998), process refers to “particular forms 
of interaction between organism and environment, called proximal processes, that 
operate over time and are posited as the primary mechanisms producing human 
development” (p. 994). Proximal processes can be thought of as enduring forms of 
interaction in the environment. In the context of IPV, these can be applied to interac- 
tions with a partner, with children, with bystanders, and within oneself. 


Interactions with partners Some processes may be repeated until they become 
entrenched. This may refer to verbal aggression, such as patterns of disrespect, 
accusatory statements, “you” statements, lack of attention, not listening, goading, 
nagging by perpetrator or victim, and yelling. These processes may also include 
patterns of physical abuse, such as hitting, shoving or slamming one into a wall, and 
head butting. Other consistent processes may include emotional abuse patterns such 
as making fun of WWD and their personal characteristics, including one’s disability 
and effects of the disability (Copel, 2006; Nosek, Foley, Hughes, & Howland, 2001; 
Saxton et al., 2001). They may be told no one would want them because of their 
disability. Emotional abuse may also be more general, such as (1) telling them they 
are worthless, (2) saying that no one would believe them, (3) telling them they 
deserve this or are to blame for their abuse (victim blaming), (4) blaming them for 
events for which they have no control over, or (5) controlling their environment so 
that they cannot leave home or only leave for a short period of time (Copel, 2006; 
Nosek et al., 2001; Saxton et al.). Other forms of emotional abuse may include 
humiliation and degradation, discounting and negating, domination and control, 
judging and criticizing, accusing and blaming, emotional distancing, and the “silent 
treatment” (Engel, 2002). Perpetrators are known for isolating their partners as a 
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means of control and maintaining a facade of a healthy relationship. Some may 
endure a demeaning process of the perpetrator trying to care or make up for their 
abuse to the victim, but for some with physical disabilities, no honeymoon may 
occur (Copel, 2006; Walker, 2000). 


Bidirectional interactions with children Effects of IPV can extend to interactions 
with one’s children and impact children’s development and children’s actions can 
impact the victim (Graham-Berman & Levendosky, 2011; Katz, 2015). Victims may 
be highly anxious, not knowing when the perpetrator may attack next and can pass 
along this anxiety to their children. For example, Levendosky, Huth-Bocks, Shapiro, 
and Semel (2002) found that adolescents living in homes with gender violence were 
more likely to demonstrate depression and trauma symptoms when their mothers 
were also working through depression and trauma-related difficulties. Additionally, 
victims may become controlling and worried about the safety of the children, limit- 
ing their own and their children’s social interactions in an effort to protect them. 
Their fears are not unfounded; McCloskey (2001) found that 65% of abusive male 
partners also threatened to harm their children, usually in efforts to harm or control 
the wife or partner. 

Children may feel intense fear or lack of safety in expressing their needs and 
desires and lack of nurturance because the parent must focus on the survival and 
safety of themselves and their children (Overlien, 2013; Staf & Almqvist, 2015; 
Swanston, Bowyer, & Vetere, 2014), although it is important to note that children 
see their abused parent as providing all the care for them and neglected by the abu- 
sive parent (Cater & Forsell, 2014). Furthermore, an abused woman may react with 
increased levels of authoritative parenting in response to increased IPV in a stressful 
family microsystem (Greeson et al., 2014). Greeson et al. found that authoritative 
parenting mediated higher levels of IPV, resulting in less child problem behaviors. 
However, if authoritarian parenting strategies are used, this could limit communica- 
tion between the woman and the child and may support a code of silence. A child 
may approach their parent with concerns or questions, but the abused mother, under 
stress and highly anxious, may send messages that close that conversation. She may 
deny the existence of abuse or may recognize abuse, but feel trapped by financial 
circumstances, physical, emotional, or disability-related dependence on the perpe- 
trator or a lack of accessible services due to living in a rural location with no nearby 
services or accessible transportation. Levendosky et al. (2002) and Greeson et al. 
(2014) have begun to show empirically in cross-sectional and longitudinal data that 
many mothers may respond more with increased levels of authoritative parenting to 
compensate for the abusive partner’s neglect and physical violence. Authoritative 
parenting promotes high communication, responding to emotional needs, and sets 
limits and expectations for the child’s behavior (Baumrind, 1966). 

In an extensive literature review of 47 studies, Onyskiw (2003) found that experi- 
encing gender violence puts children at risk for a wide range of adjustment difficul- 
ties, both externalizing and internalizing. Hunt, Martens, and Belcher (2011) found 
that in a sample of 257 African American children and teens, being female and expe- 
riencing gender violence were associated with more PTSD symptoms. Parents’ men- 
tal health disability was not associated with an increased risk for PTSD symptoms 
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(Hunt et al.). Yet, many children exposed to violence also adapted to their difficult 
situations likely through protective factors of support (Onyskiw). Researchers are 
acknowledging that children and teens can be agentic and provide support and 
actions to the victim (typically their mother) (Mullender et al., 2002; Overlien & 
Hyden, 2009). Recent research (Fusco, 2015) continues to support that children’s 
socio-emotional functioning is impacted as second generation mothers in the child 
welfare system had less education, more anxiety and depression, and higher rates of 
IPV. Close to half or 42% of Fusco’s sample of 336 mothers were second generation 
child welfare intervention recipients. Yet these outcomes can be mediated by mother- 
child attachment, overall family functioning, individualized therapy for depression 
and anxiety, and level of mother’s emotional support within her community. 


Interactions with bystanders An abused woman with a disability may have more 
supportive interactions with bystanders in which the abuse is acknowledged and 
resources, practical help, and emotional support are offered. She may also experi- 
ence negative interactions where bystanders condone, minimize or ignore the abuse, 
encourage abusive behavior, block access to resources or support, or engage in vic- 
tim blaming. These bystanders could be family (e.g., siblings, parents, cousins), 
close friends, neighbors, acquaintances, faith leaders, or coworkers. 


Intrapersonal processes Abused WWD may feel doubt, shame, and guilt over the 
abuse and may believe the abuse is their fault due to actions, perceived personal 
weaknesses, or disability characteristics (Saxton et al., 2001). They may engage in 
internalized victim blaming or may experience feelings of helplessness or inferior- 
ity due to society’s prejudiced responses to those with disabilities or from repeated 
processes of demeaning interactions with her partner. An abused woman may also 
feel that IPV is inevitable due to having experienced multiple abusive relationships 
or other previous abuse. 

Each of these four types of proximal processes (interactions with partners, bidi- 
rectional interactions with children, interactions with bystanders, and intrapersonal 
processes) can become entrapping routines and lived reality. While proximal pro- 
cesses contribute to IPV, a WWD has personal characteristics that can impact or 
influence IPV and their own responses to IPV. Bronfenbrenner and Morris (1998) 
theorized that three types of “Person characteristics... affect the direction and power 
of proximal processes through the life course” (p. 995). Personal characteristics 
such as visibility of the disability play a role in the pathway of abuse. 


Personal Characteristics 


Personal characteristics are subdivided into three types: demand, resource, and dis- 
positions (Bronfenbrenner & Morris, 1998). 


Demand These are characteristics that invite or discourage reactions from the 
social environment or those that elicit as an immediate stimulus, such as age, 
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gender, skin color, or physical appearance (Bronfenbrenner & Morris, 1998). 
These types of characteristics may influence initial interactions because of the 
expectations formed immediately. For example, a mobility or sensory impairment 
is usually noticed quickly. The perpetrator may see the partner as more vulnerable 
as a result of a disability (Petersilia, 2001). The partner may see the victim as less 
able to leave (Copel, 2006) and thus “easier” to trap into an abusive relationship. 
Service providers may be less willing to believe or listen to a victim with a dis- 
ability (Oschwald et al., 2014). 


Resource Resource characteristics are not immediately apparent, but refer to abili- 
ties, experience, knowledge, and skills required for proximal processes to occur 
(Bronfenbrenner & Morris, 1998). It can include past experiences as well as social 
and material resources such as access to food, housing, caring parents, and educa- 
tional opportunities (Tudge et al., 2009). In this model applied to WWD experienc- 
ing IPV, it could be those invisible characteristics such as a learning disability; an 
intellectual disability; mental health issues such as anxiety, depression, and PTSD; 
and health issues. It could be an impairment that worsens over time. It could be past 
experiences of abuse or traumatic experiences. One could have grown up in an abu- 
sive family situation (parent abused another parent, parents abused each other, and/ 
or parent abused the child/teen) and may lack awareness of what is abuse and 
healthy family interactions and conflict-solving skills. 

It also may include living in poverty or low socioeconomic (SES) status with 
little access to material resources — food, transportation, health care, and education. 
One may have limited access to job opportunities or transportation due to inacces- 
sibility or discrimination for having a disability. They may also be socially isolated 
by extended family (e.g., parent). They may not be able to depend on a parent due 
to a number of complicating issues. The behaviors of the parent(s) may not be safe 
for the abused woman or her children (e.g., cannot provide reliable or safe child care 
or care for the victim). The abused woman with a disability may also not be 
employed due to the abuse situation and so lack work relationships and support and 
outside feedback. Situations of low SES status and unemployment and underem- 
ployment are described in Chap. 9 of this volume (Nelson & Lund). 


Dispositions Dispositions are individual characteristics that include differences in 
temperament, motivation, and persistence. These can continue to sustain or discon- 
tinue certain proximal processes. An abused woman may have varying levels of 
motivation, which plays a crucial role in effective change and choosing intervention 
or treatment options. Sometimes an abused woman with disabilities can develop 
learned helplessness and low self-efficacy due to the ongoing trauma of IPV and 
from her prior and current experiences of how she is received in the social environ- 
ment with a disability. Some of those with intellectual disabilities, due to prior 
exclusive experiences, may be looking for intimacy and belonging and move into 
any type of relationship, even if they know some behaviors may not be appropriate 
(Pestka, 2014). Some disability characteristics may also impact motivation. For 
example, depression may negatively impact motivation and feelings that one can 
improve their situation or anxiety can make it difficult to plan or act on a plan 
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(American Psychological Association [APA], 2013). Abuse may worsen psychiatric 
symptoms of depression, and one may develop post-traumatic stress disorder, 
especially if they had experienced childhood abuse as well (Brown, Burnette, & 
Cerulli, 2014). 

Individual differences in persistence and temperament may partially explain an 
abused women’s ability to seek out and receive services despite prior poor experi- 
ences with helping services or bystanders. The resiliency of some women with dis- 
abilities is noteworthy, even after poor interactions with a clergy member or 
advocate. Some victims continue to keep seeking and persisting to find services that 
can change their trajectories. Temperament differences such as positivity and differ- 
ences in personality (e.g., passive, assertive) likely play a role in the victim’s 
response to IPV and seeking help. 


Context 


The context in Bronfenbrenner’s model (2005) are the various systems one is a part 
of, and spends much, less, or little time within, but nonetheless are still influenced 
by all systems in these ongoing interactions between the biopsychosocial person 
and their ecological environment of nested spheres. 


Microsystems For example, one spends much time in the tight microsystems and 
likely influence an individual on a daily basis (e.g., microsystems of immediate 
family, school, faith community, and/or work). One’s relationship with a partner and 
her relationship with her children would be two microsystems of influence. The 
partner relationship may be perceived as inequitable by the perpetrator, and the 
partner may inappropriately believe that the woman with a disability is less than and 
that she should be thankful for the relationship — whatever form it is. There may be 
other prejudices on the part of the perpetrator who may use that to defend the abuse. 
The victim and/or partner may experience moderate or high stress in their parenting 
role raising their child or multiple children, even more so if the ages of the children 
are very young and physically demanding (e.g., waking during the night, needing 
constant attention and helping to ensure safety, and negotiating conflict with sib- 
lings in infancy, toddlerhood, and beyond) or if dealing with stressful parenting situ- 
ations of elementary children or vacillating emotions of the preteen and teenager. 
Parenting relationships and situations can directly affect the partner relationship and 
IPV via stress and coping skills. 

Extended family would be another microsystem or exosystem, depending on 
whether they have direct or indirect influence. If one’s extended family is perceived 
as not being available or able to help provide emotional or practical support, these 
family members may be perceived as an exosystem with indirect effects. One may 
have grown up with a history of abuse perpetration, victimization, or both in their 
family. Sometimes extended families pull away and engage in victim blaming say- 
ing, “They brought this on themselves” or “They are engaging in wrongful behavior 
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so this is just the natural consequences.” Unfortunately, those of faith may be even 
more likely to engage in this victim blaming, not first looking at the safety factor 
for this WWD, regardless of what has or has not been done. A family may have 
been negative toward this partner from the beginning of the relationship, and the 
abused woman may not reach out for support due to that disengagement. The vic- 
tim may also not want to admit the partner is harming her due to prior “warnings” 
by family members. 

The microsystem of work influences an abused woman with a disability. She 
may not want to disclose IPV for fear of losing her position. She may fear that 
already due to her disability status, this IPV may place her in double jeopardy. The 
WWD may also fear losing her job due to absenteeism, being physically unable to 
work for a period of time, and being socially anxious trying to get to work and 
explaining to supervisors or coworkers why she missed work. 

The victim could also experience high and/or moderate stress at work, and due to 
that, not feel like she has the emotional resources to deal effectively with the part- 
ner’s inappropriate treatment. The victim may feel she doesn’t have the time or 
energy to put toward the partner relationship, and symptoms of mental health dis- 
abilities may shortcut efforts to confront the IPV. For example, feelings of helpless, 
hopeless, and low self-worth are symptomatic of depression (APA, 2013) and may 
make it more difficult for a woman who is being abused to make a safety plan that 
would allow her to leave the violent situation. 

Another microsystem of direct influence is the school — whether that’s middle or 
high school or a college setting. A student (teen, young adult, adult) may miss 
school, do poorly on assignments or college coursework, and avoid utilizing 
resources at the school (such as counseling, academic support, student life advo- 
cates) as they do not want to share what is happening due to shame, embarrassment, 
and more shame if religious beliefs are involved. For example, if friends or parents 
questioned the partner’s religious beliefs and whether they were similar to the vic- 
tim’s, the abused woman may also blame herself for a poor choice. Roommates in a 
college setting may not understand what is going on and yet see the victim as unreli- 
able and socially isolating her/himself from social events and activities at school or 
on campus. 

A faith community can have strong influence on a regular basis. The microsys- 
tem of the church may encourage or discourage sharing about IPV or may or may 
not be welcoming environments for WWDs. Those within the church — parishioners 
and faith leaders — may engage in victim blaming. IPV may not be talked about from 
the pulpit, or sacred passages are explicated in a literal way without taking the con- 
text and entirety of the sacred writings into consideration of when a marriage cov- 
enant is broken. Faith providers can provide an emotional support resource in the 
form of listening, referral to counseling services, and practical support of housing 
and food. Religious beliefs of Christian evangelical women may be very comforting 
and provide the support to courageously leave the situation (Wang, Horne, Levitt, & 
Klesges, 2009). The above microsystems have the greatest influence on WWD ona 
regular basis, but there are also indirect influences from exosystems. 
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Exosystems Exosystems are the “...processes taking place between two or more 
settings, which at least one of which does not ordinarily contain the developing 
person, but in which events occur that influence proximal processes within the 
immediate setting” (Bronfenbrenner, 2005, p. 80). In the situation of an abused 
woman with disabilities, this could be indirect effects from her partner’s workplace 
that affect the IPV at home against her. The stressful job of the perpetrator could 
indirectly influence and/or instigate an abusive episode. 

The legal system may also indirectly influence WWD experiencing IPV as orders 
for protection are not observed by the perpetrator and many of the consequences are 
suspended for victims (court fines, jail time, and probation; Bruley, Hatfield & 
Markel, 2012). In a rural study in North Dakota, a nonexperimental study demon- 
strated that a lack of consistency in enforcement led to the vast majority of perpetra- 
tors not having to fully serve their jail time nor fully pay their fines (Bruley et al.). 
Additionally, 29 of 31 excluded cases in which the perpetrator plead not guilty were 
dismissed; in 21 of these 29 dismissed cases, the victim requested a trial, and again, 
20 were dismissed and only one was acquitted. In a Texas sample of over 800 men, 
prior criminal court involvement for domestic violence-related charges was posi- 
tively associated with the risk of recidivism (Cosimo, 2011). The social learning by 
perpetrators through these reduced consequences may encourage them to reoffend, 
and it likely discourages WWD from taking legal actions despite harm to self and/ 
or children or from fear of losing their child(ren). The indirect influences of exosys- 
tems are impactful on the victim (and perpetrator). 

Another indirect influence of the legal system pertains to reporting IPV. Women 
with disabilities are fearful that their children may be taken from them and compli- 
cate their decision-making in regard to seeking support (Meyer, 2011). In a large 
demographic study of former clients from the Secret Garden, a disability-specific 
IPV center, WWD commonly had children (76%; 60% had children in common 
with the abuser), and nearly 20% of these women did lose custody of their children 
(Ballan et al., 2014). Perpetrators make accusations that the victim is a poor parent 
due to her disability and its effects (Ortoleva & Lewis, 2012). Unfortunately, there 
is still discrimination against parents with disabilities within the judicial system. 
The National Council on Disability (NCD, 2012) summarized that 70-80% of par- 
ents with psychiatric disabilities lost custody of their children, 40-80% of those 
with intellectual disabilities lost rights, and 13% with physical disabilities experi- 
enced discrimination in parenting their children. Furthermore, the NCD found that 
deaf and blind parents had extremely high removal rates. These results can lead 
WWD to choose not to report their situation and is an indirect effect of the legal 
system, an exosystem. 

Another exosystem would be the indirect effects of one’s neighborhood and geo- 
graphical setting (e.g., rural, urban, suburban). Peek-Asa et al. (2011) compared 
urban and rural prevalence of IPV and found that it was higher for women in rural 
areas than for women living in urban areas, that the violence reported was signifi- 
cantly more severe, and that the mean distance to the nearest IPV resource was three 
times greater than it was for women living in urban areas. If an abused woman with 
disabilities is residing in a rural setting, there may be a lack of accessible, affordable 
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transportation to health care, especially mental health-care services; a lack of sig- 
nificant, satisfying social support and relationships; and limited specialized services 
for women with disabilities (e.g., services for deaf women and for women with 
sensory and mobility disabilities). 


Macrosystem The last system of influence is the macrosystem which is “an over- 
arching pattern of ideology and organization of the social institutions common to a 
particular culture” or a “societal blueprint” (Bronfenbrenner, 2005, p. 81). These 
various set of value systems are felt in at least two microsystems. It may be cultural 
attitudes toward disability and females and IPV. It may include cultural attitudes 
toward male/female roles in society, parenting, and/or marriage. It could include 
biblical or faith influences on perceptions of disability and/or cultural themes of US 
culture such as independence or do it yourself as opposed to interdependence. It 
could be faith influences on perceptions of disability (a gift, a punishment, test, 
source of spiritual growth, or way to show God’s glory may be possible evangelical 
protestant perspectives) (Wang, Nelson, & Haagenson, in press). 

Another example of a macroinfluence would be the mass media and messages 
about women and gender violence (e.g., Lloyd & Ramon, 2017). Lloyd and Ramon 
reviewed newspaper headlines in the UK over a 10-year span; while one newspaper 
had a respectful stance toward women and IPV, the other had visual and textual tech- 
niques that supported blaming the victim and sexualizing violence leading to percep- 
tions of “deserving” and “nondeserving” women. Violence against women is 
advertised constantly in selling products, sending messages of silencing women, see- 
ing women as objects, equating women with animals, and dismembering parts of 
women’s bodies in ads (check out the Killing Us Softly dvd series with Jean Kilbourne; 
Killing Us Softly 4, Kilbourne, 2010). Women with disabilities are also marginalized, 
entrapped in roles, pitied, lifted on pedestals, given lowered expectations, paternal- 
ized, infantilized, and viewed as objects at times (Smart, 2016). Other messages 
include life with a disability is horrible and not worth living if you have a disability 
which are found in several movies as well as empirical research (e.g., Million Dollar 
Baby, Eastwood, 2004; Lund, Nadorff, Winer, & Seader, 2016). Lund et al. found the 
majority of individuals of their survey sample of 500 endorsed suicide as being more 
acceptable when a hypothetical suicidal individual had a disability. The macrosys- 
temic influence on perceptions about being a woman and a woman with disabilities is 
quite negative, inaccurate, and yet, unfortunately, very widespread through the power- 
ful effects of mass media. These perceptions affect the actions of the perpetrator and 
victim and the dynamics of the IPV. Macro-, exo-, and microsystems directly and 
indirectly contribute to the gender violence used against women with disabilities. 


Time 


The last component of the PPCT model is time which Bronfenbrenner rarely men- 
tioned in his initial formulation of an ecological model for human development 
(Bronfenbrenner, 1979). In subsequent writing (e.g., Bronfenbrenner & Morris, 1998), 
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he described three types of time that affect the ongoing bidirectional influences of 
proximal processes in multiple contexts and influences on the biopsychological indi- 
vidual. The first type is microtime which refers to “continuity versus discontinuity 
within ongoing episodes of proximal process” (Bronfenbrenner et al., p. 995). In IPV, 
it may refer to how long certain processes have begun or stopped (e.g., name calling, 
escalation, and continuation of aggressive behaviors and abuse). Many times women 
may think that it will stop and the abuse was a one-time event. However, more often 
than not, these abusive patterns tend to repeat and continue until the partner leaves the 
situation for a period of time. An example of discontinuity in time is that any kind, lov- 
ing overtures or responses once made toward women with disabilities are no longer 
given at all. Walker has documented that for most women experiencing IPV, there tends 
to be a honeymoon period as illustrated in her Violence Cycle (2000), but in the case of 
those with physical disabilities, Copel (2006) discovered in her sample that there was 
no honeymoon stage or contrition phase after the abuse incident. 

The second type of time, mesotime, measures processes across greater intervals 
of time (weeks, months, years). Mesotime is the “periodicity of these [proximal 
process] episodes across broader time intervals, such as days or weeks” 
(Bronfenbrenner & Morris, 1998, p. 995). The last type of time is macrotime which 
“focuses on the changing expectations and events in the larger society, both within 
and across generations...” (Bronfenbrenner et al., p. 995). Societal expectations 
have changed in regard to gender violence since the late 1970s and 1980s when 
domestic violence was defined and seen culturally as inappropriate and dealt with 
through legal avenues. Older norms held by some in the 1970s and 1980s were that 
men could treat women like property within marriage, and few intervened in such 
situations. Fortunately, society has become more aware of intimate partner violence 
and how it can manifest itself between partners with different backgrounds and 
diverse characteristics through research efforts and training provided to service pro- 
viders and advocacy efforts of educating the general public. 

Another macrosystemic change that may impact IPV is employment. For 
WWD, more are underemployed or unemployed than those without disabilities, 
and even more likely to be unemployed if experiencing IPV. Typically work can 
bring income that stabilizes a family system, and lack of work can bring financial 
stress and poverty. However, if one is underemployed, working but not being paid 
well, there can be stress when both are working but their wages are low and/or 
below the poverty line. This can bring stress in wondering when the next meal will 
come, homelessness at times, or continuous mobility which can also bring about 
unwanted sexual assault. 

Positively society has made strides in social justice since the passage of disabil- 
ity civil rights and education laws for those with disabilities (e.g., ADA, 1990; 
ADAAA, 2008; IDEA, 2004). Disabilities are more acknowledged and identified. 
Better information and awareness of the variety of effects of disabilities (e.g., trau- 
matic brain injury) exist and what may be needed. Inaccurate myths are being 
exposed. Women with disabilities are more likely to have been served through 
school systems through accommodations and taught to use assistive technology and 
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other resources. Society has changed in the past two to three decades as more infants 
and children with serious health conditions are surviving and growing up to become 
adults with disabilities due to better medical technology. WWDs are participating in 
disability advocacy organizations (e.g., National Federation of the Blind, PACER, 
TASH) and demanding appropriate accommodations through domestic violence 
shelters and faith organizations. Yet, our society still sees disability typically in a 
dichotomous fashion with only negative perceptions. Clearly time effects also influ- 
ence the dynamics of gender violence against WWD. 

Bronfenbrenner’s bioecological Process-Person-Context-Time model provides a 
helpful analysis tool to identify and examine the systems and factors that contribute 
to and maintain IPV among WWD as well as to navigate systemic change in 
response to IPV. 

When designing effective interventions and comprehensive education and aware- 
ness efforts, Bronfenbrenner’s ecological model highlights pivotal points of com- 
munication and messages that could be changed between the micro-, exo-, and 
macrosystem that influence the life of the woman with disabilities. The message 
from bystanders to the WWD can be one of listening, affirming, and referring her to 
culturally sensitive professional care — domestic violence advocates and psycho- 
logical service providers aware of disability needs and IPV. The messages in our 
media need to change to empower individuals with disabilities without pity. WWDs 
need to be seen as fully capable and shown equal respect and access in all contexts — 
from work, faith communities, the family, and support through IPV. Legal system 
providers also need disability awareness and training when making complex deci- 
sions about the perpetrators and the survivors and children. A systematic ecological 
framework would help judicial representatives make more informed choices when 
working with perpetrators and survivors and could change the way IPV is handled 
through the court and police systems. This theoretical framework can powerfully 
help researchers and providers rethink each aspect that contributes to or helps derail 
the IPV aimed at WWDs. This model, combined with current empirical data on 
various outcomes and dynamics of IPV, provides for a thorough examination of 
interlocking systems that can be reinvented to become fluid, malleable systems of 
support for the WWD to sustain her through the challenging pathway of healing. 
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Chapter 3 

From Barriers to Belonging for People 

with Disabilities: Promising Pathways Toward 
Inclusive Ministry 


Erik W. Carter 


Congregations have long strived to support the faith and flourishing of individuals 
in their communities. Although local congregations can vary widely in the constel- 
lation of activities and programs they offer, an emphasis on worship, learning, ser- 
vice, and fellowship marks the work of religious communities within most 
denominations and traditions. Investments in these areas are aimed at fostering faith 
formation, communicating important teachings and traditions, meeting deep needs 
within and beyond the congregation, and nurturing supportive relationships and a 
sense of belonging. When well planned and sufficiently supported, these diverse 
undertakings can contribute to the thriving of both individuals and the collective 
faith community. 

The call on religious communities to support faith and flourishing also extends to 
people with disabilities and their families. Indeed, this call to be inclusive of people 
with disabilities permeates sacred scriptures (e.g., Reynolds, 2008; Schumm & 
Stoltfus, 2016; Tada, Bundy, McReynolds, & Verbal, 2014). It is reflected in scores 
of denominational resolutions and position statements issued across multiple 
decades (e.g., Carter, 2007). It is advocated in a growing number of recent confer- 
ence gatherings and workshops addressing the intersection of faith and disability 
(e.g., Summer Institute on Theology and Disability). It is affirmed by professional 
disability organizations striving to meet the spiritual needs of the individuals with 
disabilities they were founded to serve (e.g., American Association on Intellectual 
and Developmental Disabilities & The Arc, 2010; Gaventa & Carter, 2012). And it 
is espoused in an explosion of new books and congregational resources aimed at 
equipping congregations to make movements in this area of ministry. 

Yet many congregations—across the United States and around the world—still 
struggle to welcome and weave people with disabilities fully into faith community 
life. Barriers of awareness, attitude, accessibility, and architecture abound (Vogel, 
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Polloway, & Smith, 2006). Encouragement and support for people with disabilities 
to participate in worship, learning, service, and fellowship activities are often elu- 
sive or altogether absent. Most seminaries and theological schools provide future 
clergy with limited experiences and training related to serving people with disabili- 
ties and their families (Annandale & Carter, 2014). And many congregations have 
not expressed a clear commitment to embracing all of their community. In other 
words, the call on religious communities has not yielded a consistent response. And 
many sanctuaries are not considered places of sanctuary by people with disabilities 
and their families. 

The purpose of this chapter is to describe promising pathways through which 
religious communities might be marked by welcome, belonging, and reciprocity for 
people with disabilities and their families. Such an investment not only provides a 
powerful protective factor for a segment of the community that is at heightened risk 
for interpersonal violence, but it also introduces an important avenue for healing 
and support among survivors of such violence. I begin by emphasizing the impor- 
tance of faith in the lives of people with disabilities and their families and review 
available research on congregational involvement. I then draw upon recent research 
and practice to address areas in which congregations might make movements to 
support the full participation of people with intellectual and developmental disabili- 
ties (IDD) in the life of their faith communities. I conclude with recommendations 
for future research aimed at deepening our understanding of both the process and 
impact of congregations moving toward a model of ministry that sees people with 
disabilities as indispensible members of the faith community. 

Although much of what I present will have broader application, my emphasis in 
this chapter is on the inclusion of individuals with intellectual and developmental 
disabilities (IDD) and their families. As many as seven million Americans have dis- 
abilities such as autism, Down syndrome, fragile X syndrome, intellectual disabil- 
ity, or multiple disabilities—between 1% and 3% of any community in any part of 
the country (President’s Committee for People with Intellectual Disabilities, 2016). 
Many of these children and adults are known primarily for their extensive support 
needs, their complex communication challenges, their cognitive impairments, or 
their need for individualized assistance. Within their faith community, however, 
many of these children and adults are not well known at all. Perhaps more than any 
other segment of their community, they are missing out on the deep sense of con- 
nection, belonging, and healing that can come from being woven into a faith 
community. 


The Place and Prominence of Faith 


Spirituality and congregational involvement hold considerable importance in the 
lives of substantial numbers of people with disabilities. Qualitative studies highlight 
the salience of faith in the lives of children and adults with disabilities, describe how 
relationships developed through one’s congregation enhance their well-being, and 
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illustrate the myriad ways in which faith might be expressed, shared, and deepened 
(e.g., Baldwin, Evans, Etherington, Nichols, & Wright, 2015; Liu, Carter, Boehm, 
Annandale, & Taylor, 2014; Minton & Dodder, 2003; Turner, Hatton, Shah, 
Stansfield, & Rahim, 2004). Likewise, larger-scale studies provide similar portraits 
of the importance of this dimension of life (e.g., Biggs & Carter, 2016; Carter et al., 
2015; McNair & Smith, 2000). For example, a nationally representative survey of 
Americans with and without disabilities found that an almost identical percentage 
of respondents considered their faith to be an important aspect of their lives—87% 
versus 84%, respectively (National Organization on Disability, 2004). In other 
words, available research indicates that having a disability is not a reliable indicator 
of the relevance and reach of faith in the lives of people with disabilities. Diminished 
interest in religious life is not the primary barrier to the involvement of people with 
disabilities in religious communities. 

Likewise, spirituality and religious involvement can also hold an important place 
in the lives of parents and caregivers (e.g., Ault, 2010; Salkas, Magana, Marques, & 
Mirza, 2016). Studies suggest the faith and friendships developed within religious 
communities can provide access to an array of instrumental supports, introduce 
important social connections and supportive relationships, provide a sense of pur- 
pose and direction, shape their understanding of disability, influence decision mak- 
ing about services and supports, and offer source of emotional strength in meeting 
everyday challenges associated with raising children with disabilities (e.g., Carter, 
Boehm, Annandale, & Taylor, 2016; Lim & Lee, 2007; Poston & Turnbull, 2004; 
Speraw, 2006). For example, in their research involving 416 parents of children with 
intellectual and developmental disabilities, Boehm, Carter, and Taylor (2015) found 
faith to be a significant predictor of higher family quality of life. Such findings par- 
allel the broader empirical literature documenting the importance and myriad ben- 
efits of spirituality and congregational connections in the lives of individuals and 
families without disabilities (e.g., Koenig, King, & Carson, 2012). 


The Problem of Presence and Participation 


Despite the important place of faith in the lives of people with disabilities and their 
families, both empirical studies and anecdotal accounts arrive at a similar conclu- 
sion: the presence of a disability can substantially limit both presence and participa- 
tion with religious communities. This participation gap has been documented across 
multiple studies. For example, a nationally representative survey (National 
Organization on Disability, 2010) found that 45% of Americans who identified as 
having a “severe disability” reported attending a place of worship at least monthly. 
This same level of involvement was found among 57% of respondents without dis- 
abilities. Likewise, Brucker (2015) found that 12% of adults with a cognitive 
impairment reported participating in congregational activities outside of worship 
services in the prior year. This same level of involvement was found among 17% of 
respondents without disabilities. 
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Other studies have focused narrowly on the congregational participation of 
children and adults with disabilities. In their study of more than 12,000 adults with 
intellectual and developmental disabilities involved in the National Core Indicators 
project, Carter et al. (2015) found that just under half (48%) of adults had attended 
a religious service in the past month. Moreover, involvement varied widely based on 
a number of individual and contextual factors. For example, attendance tended to be 
less frequent for individuals with more severe disabilities, behavioral issues, mobil- 
ity difficulties, complex communication challenges, and restrictive residential 
placements (e.g., institutional facilities). In their analyses of the National Health 
and Nutrition Examination Survey II, Gillum and Trulear (2008) found that less 
than one third of adults with mobility impairments reported attending religious ser- 
vices at least weekly. Other regional or smaller-scale studies provide a comparable 
portrait of uneven involvement (e.g., McNair & Smith, 2000; Orsmond, Krauss, & 
Seltzer, 2004; Shogren & Rye, 2005). 


Promising Pathways to Inclusion and Belonging 


These descriptive findings accentuate the importance of intentionality when it 
comes to supporting the involvement of people with disabilities and their families in 
religious communities. They also indicate that while congregational involvement 
can be uneven, it is not uncommon. In other words, much can be learned from con- 
gregations that have already taken steps to be inclusive of people with disabilities 
and their families. In this section, I address six areas in which congregations might 
make movements aimed at creating safe, welcoming, and inclusive communities for 
people with disabilities and their families: (a) reflecting, (b) inviting, (c) preparing, 
(d) participating, (e) serving, and (f) belonging. 


Reflecting 


With more than 335,000 congregations in the United States—each characterized by 
different priorities, cultures, histories, resources, and memberships—it becomes 
clear that myriad pathways exist through which congregations might move forward 
in this area of ministry. Identifying the most relevant and responsive next steps to 
take is best done as part of a process of careful and prayerful reflection. In other 
words, individualized approaches based on the unique opportunities and pressing 
needs facing a particular congregation should be adopted over prescribed pathways 
borrowed from books or other congregations. A number of reflection approaches 
have been developed to help guide religious communities in determining the most 
meaningful movements to make. Such reflection tools can be particularly helpful 
for those religious communities with limited experience in inclusive practices or 
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who may struggle to envision exactly what it might look like to be more welcoming. 
In this section, I include examples of five reflection approaches, each focused on 
slightly different dimensions of congregational life. Each approach articulates a 
series of “landmarks” against which congregations can compare their practices and 
gauge their progress. 


Architecture and accessibility Ensuring the breadth of places and spaces within 
which a religious community gathers are fully accessible is essential to enabling the 
presence and participation of people with disabilities and their families. Yet, the 
architecture of many religious buildings suggests some congregations still define 
their community too narrowly (e.g., Holland, Gilger, & Gaunt, 2016). When sanc- 
tuaries, classrooms, restrooms, offices, and other places in which congregation 
members gather have limited accessibility, it communicates that people with mobil- 
ity, visual, hearing, and other disabilities are an afterthought or have been over- 
looked. A number of accessibility checklists have been developed to guide 
congregations in considering the physical features of their facilities and the ways in 
which each might inhibit or enhance participation of anyone in their community 
(e.g., Leichty, 2013; Paterson & Vogel, 2003; United Methodist Committee on 
Disability Ministries, 2013; Vierkant, Hollingsworth, & Stark, 2006). 


Individual attitudes Although views of disability have improved substantially in 
recent decades (Siperstein, Norins, & Mohler, 2007), negative attitudes remain per- 
vasive throughout society and can also permeate religious communities. Vander 
Plaats (2016) developed a five-stage framework for reflecting on the attitudes of 
individuals and congregations regarding disability. Using his tool, congregational 
teams can identify behaviors and perspectives that may suggest a posture of (a) 
ignorance about people with disabilities, (b) pity toward people with disabilities, (c) 
care for people with disabilities, (d) friendship with people with disabilities, and/or 
(e) co-laboring alongside people with disabilities. This framework enables congre- 
gations to identify where they fall within this progression and identify areas in 
which they might adopt actions that reflect more intentionality and deeper 
reciprocity. 


Congregational commitment LaRoque and Eigenbrood (2005) used an adapta- 
tion of the “Journey of a Congregation” assessment tool to examine the extent to 
which religious communities were actively invested in increasing the inclusion of 
people with disabilities in congregational life. This tool, which was originally devel- 
oped as a component of the National Organization on Disability’s “accessible con- 
gregation campaign,” addresses 14 aspects of a congregation’s response: (a) 
awareness, (b) internal advocacy, (c) discussions, (d) plans, (e) accommodations, 
(£) welcoming environment, (g) hurdles, (h) inclusion, (i) local outreach, (j) leader- 
ship, (k) new consciousness, (1) transformation, (m) external advocacy, and (n) out- 
reach. Each area—which is accompanied by a brief descriptive statement—can be 
assessed in terms of the extent to which the congregation has taken steps in each 
area. Those areas receiving lower ratings indicate potential areas of future focus for 
a congregation. 
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Table 3.1 Reflecting on dimensions of belonging within a religious community 





Are people with disabilities What are we doing What could be doing better, 
and their families really well right now? more of, or entirely different? 


Invited 





Present 
Welcomed 
Known 
Accepted 














Supported 
Cared for 
Befriended 
Needed 
Loved 


Adapted from Carter (2015) 























Sense of belonging Although many reflection tools address areas in which religious 
communities can support the active participation of people with disabilities, few 
focus specifically on the actions and attitudes congregations might adopt that lead 
to a sense of deep fellowship, membership, and connection to others. As part of a 
mixed-method research project involving interviews and surveys of young people 
with intellectual and developmental disabilities and their families, Carter and col- 
leagues (Carter, 2016; Carter, Biggs, & Boehm, 2016) identified ten “dimensions of 
belonging” within the context of a religious community. Together, these dimensions 
address the extent to which people with disabilities and their families are (a) invited, 
(b) present, (c) welcomed, (d) known, (e) accepted, (f) supported, (g) cared for, (h) 
befriended, (1) needed, and (j) loved with their community of faith. Each of these 
areas is intended to prompt consideration of what a congregation is already doing 
well, as well as what they might do better or differently to foster each of these 
dimensions for all their members (see Table 3.1). 


Collective actions Although the previously discussed approaches are useful for 
individual congregations, it also can be beneficial for multiple congregations to 
reflect together on the specific steps they might take to individually and collectively 
support the inclusion of people with disabilities and their families in their commu- 
nity. “Community conversation” events provide an efficient and effective approach 
for structuring this collaborative reflection. Carter, Bumble, Griffin, and Curcio 
(2017) facilitated two countywide community conversation events to promote dia- 
logue among a cross section of congregational leaders, members, and other stake- 
holders about areas in which congregations might strive to be more welcoming and 
supportive. Drawing upon an adaptation of the World Café model (Brown & Isaacs, 
2005), each two-hour event integrated a series of small- and large-group conversa- 
tions in which ideas and experiences of the diverse attendees were solicited and cata- 
logued. Extensive notes were taken each table to capture the breadth of solutions 
generated by attendees in response to three core questions: What could we do to 
include people with disabilities and their families well in the life of their faith 
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community? What could we do to come alongside people with disabilities and their 
families in other areas of their lives? How might we support one another—and new 
congregations—in these areas? The 175 attendees shared hundreds of ideas for 
launching new disability-specific efforts (e.g., awareness activities, family supports, 
volunteer trainings), supporting access to congregational activities (e.g., worship 
services, youth programs, religious education), undertaking outreach activities (e.g., 
meeting community needs, partnering with disability organizations), addressing the 
broader congregational culture (e.g., leadership commitment, theology related to 
disability), and deploying resources (e.g., financial supports, transportation). This 
collection of possibilities articulated potential areas of emphasis for congregations in 
these communities. 


Guiding principles Across all of these approaches, several principles are impor- 
tant to consider. First, reflection should be a team-based undertaking in which mul- 
tiple vantage points and perspectives are sought. Staff and lay leaders familiar with 
all aspects of the congregation’s programming (e.g., worship, education, service, 
fellowship) certainly should be involved, as should a cross-section of members 
(e.g., parents and caregivers, senior citizens, ministry volunteers, clergy). Second, 
people with disabilities should have a prominent voice in all reflection efforts. 
Affirming the adage “nothing about us without us,” people with disabilities are in 
the best position to speak to what makes them feel welcomed, the supports they 
would find most helpful, and the opportunities that should be opened up more 
widely. For congregations lacking existing connections to people with disabilities, 
partnerships with local self-advocacy groups or disability organizations can help 
ensure this perspective is not inadvertently overlooked. Third, teams should take 
look broadly at multiple dimensions of congregational life to ensure a comprehen- 
sive portrait emerges. The approaches already described in this chapter can help 
address aspects of a congregation’s architecture, accessibility, attitudes, awareness, 
and actions. Each area can stand in the way of individual involvement and collec- 
tively they can create substantial barriers to full participation. Fourth, reflection 
should be undertaken as ongoing process. New needs and opportunities are likely to 
emerge as a congregation expands its welcome and seeks to serve a broader segment 
of their community. 


Inviting 


Participation begins with invitation. Research on religious community involvement 
indicates most people come to a congregation for the first time not through an 
announcement (e.g., print advertisements, social media), but by being invited by 
someone who already attends (Rainer, 2003). This entry point is likely to be the 
same for people with disabilities and their families. However, personal invitations 
become especially important for individuals and families whose prior congrega- 
tional experiences have been marked more by wounding than welcome. For exam- 
ple, in their study of 416 parents and caregivers, Ault, Collins, and Carter (2013a) 
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found that nearly one third (32%) of participants had changed their place of worship 
because their child with intellectual and developmental disabilities was neither 
included nor welcomed within the religious community. Such families are likely to 
wonder whether a congregation’s announcement about its hospitality and inclusive- 
ness includes exceptions or qualifiers. A personal invitation can provide the assur- 
ance they need to know their presence is both desired and needed. 


Within the congregation Congregations can begin by ensuring their mission, 
vision, and values communicate a clear commitment to being a place of welcome 
and belonging for people with disabilities. Because “all” is not always interpreted to 
mean everyone (e.g., “all are welcome”), explicit reference to this segment of the 
community can serve to counter the inadvertent omission or oversight that charac- 
terizes the responses of so many congregations. In other words, congregation mem- 
bers may benefit from knowing that nearly 19% of the community they feel called 
to serve identifies as having a disability (Brault, 2012) and that efforts to both reflect 
and impact that community must include extending invitations to people with dis- 
abilities. Moreover, more than one of every four families (28.9%) in the United 
States has at least one relative who experiences some type of disability and almost 
one in every five families (18.0%) has a householder with a disability (Wong, 2005). 
These prevalence data indicate many people with disabilities may are already 
involved in one’s congregation, or closely connected to individuals who are. 
Therefore, an action area for some congregations might be to ensure invitations (and 
support) are being extended to those individuals already in their midst. 


Beyond the congregation Active invitations should also extend beyond one’s 
already gathering community (Carter, 2016). Many congregations engaged in min- 
istry to and with people with disabilities incorporate language and imagery into 
their websites and outreach materials that communicates their commitment to inclu- 
sion. For example, they may display an inclusive mission statement, describe avail- 
able accommodations and supports, or present their disability-related programs 
(e.g., “special needs ministry,” “access ministry,’ “respite ministry”). Although such 
passive invitations have an important place and can resonate with families who 
wonder whether a particular congregation really is ready for their arrival, personal 
invitations may be much more powerful. Findings from the US Congregational Life 
Survey indicate that just 43% of church members report having invited someone to 
a worship service who was not already attending their congregation (Woolever & 
Bruce, 2010). This overarching reluctance to invite might be even more pronounced 
when the focus turns toward people with disabilities and their families. A host of 
factors might contribute to this hesitation, including uncertainty about the welcome 
they will receive, questions about the availability of congregational supports, recog- 
nition that some long-standing practices might need to change, concerns about 
potential costs, or uncertainty about just what to say. Pinpointing any sources of 
apprehension, addressing their underlying sources, and offering examples of what 
to say or do can empower new invitations. 

It may also be that congregation members lack personal connections to people 
with intellectual and developmental disabilities in their community. In such cases, 
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they can solicit support from any of the numerous local organizations that serve 
people with disabilities. For example, residential providers, supported employment 
agencies, disability advocacy groups (e.g., the Arc, autism societies, Down syn- 
drome associations, Easter Seals, independent living centers), family support net- 
works, and state/county programs are all closely connected to individuals with 
disabilities and their families. Many of these groups will see supporting connec- 
tions to religious life as an avenue for fostering community inclusion, natural sup- 
ports, self-determination, and quality of life among the constituents they serve 
(Carter, 2013). 


Preparing 


For many congregations, welcoming people with intellectual and developmental 
disabilities may feel like unfamiliar and uncertain terrain. The existence of publicly 
funded disability service systems and the prominence of professionals (e.g., special 
educators, therapists, direct support staff, job coaches, health-care specialists) in the 
lives of children and adults with disabilities can inadvertently communicate that 
expertise and credentials are what is most essential to this work. Likewise, there is 
an enduring—though inaccurate—assumption that welcoming people with disabili- 
ties is an entirely different endeavor than welcoming anyone else well (see Carter 
et al., 2016). It can therefore be helpful to prepare and prime congregations in ways 
that raise their confidence and commitment related to inclusive ministry. 

Preaching presents one avenue through which this preparation can be under- 
taken. What is heard (or not heard) from the pulpit certainly has a shaping influence 
on the congregation (Gaventa, 2016). Whether and how disability is addressed by 
clergy, worship leaders, and lay members in sermons, prayers, readings, and other 
aspects of a worship service communicates something about how disability should 
be viewed within the congregation and whether the community sees itself as incom- 
plete without the presence, gifts, and faith of people with disabilities. Much has 
been written about the wounding messages people have heard from the pulpit, and 
many alternative approaches to addressing scriptural passages and other messages 
related to disability have been proposed (e.g., Brock & Swinton, 2012; Gaventa, 
2016; Moss & Schipper, 2011; Reynolds, 2008; Yong, 2011). Unfortunately, the 
topic of disability receives limited attention in many seminaries and theological 
schools (Annandale & Carter, 2014), leaving many clergy anxious or unsure about 
how to speak well to this issue. 

Congregations can also undertake a variety of intentional awareness activities as 
more formal avenues for fostering greater understanding and acceptance of dis- 
ability. This frequently takes the form of a disability or inclusion awareness day, or 
by incorporating targeted curricular units within religious education programs or 
small group studies. Promoting knowledge about disability and positive attitudes 
toward this form of diversity have been identified by parents as important factors 
contributing to inclusive religious communities (Ault, Collins, & Carter, 2013b; 
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Carter et al., 2016). However, it is important to emphasize that attitudes are more 
likely to shift through personal contact and shared activities than through informa- 
tional campaigns alone (Scior & Werner, 2016). In other words, the extent to which 
congregation members participate in worship, learning, service, and fellowship 
activities alongside individuals with intellectual and developmental disabilities 
may be a more powerful avenue for changing perceptions and intentions than a 
narrow focus on awareness activities. 


Participating 


As invitations are extended and preparation is undertaken, investments should also 
be made to ensure people with disabilities and their families are supported well to 
participate fully and meaningfully in the life of the religious community. The hall- 
mark of these efforts must be individualization. The considerable diversity repre- 
sented among people with disabilities and their families should spur congregations 
to avoid a one-size-fits-all approach and instead adopt more person-centered path- 
ways for matching supports to the individual needs of persons in their community. 
In other words, not everyone with a same disability label will desire or need the 
same set of supports, nor should this be presumed for any two people who do not 
have a disability label. Yet, Ault et al. (2013a) report that nearly half (46%) of par- 
ents in their study had never been asked by someone in their religious community 
about the best way to include their child in congregational activities. 


Accessibility Ensuring individuals with disabilities can readily access all aspects 
of the congregation’s facilities should be considered a baseline level of support. 
Challenges related to getting in, getting around, and getting involved are usually 
barriers introduced by the environment rather than inherent to a person. In other 
words, they emerge when buildings are narrowly designed for a subset of the com- 
munity rather than universally designed for all of the community. Although not 
always under the same legal mandates as nonreligious entities, congregations should 
strive to meet and exceed prevailing accessibility standards to ensure no unneces- 
sary barriers to participation exist as well as to stand out ahead of the culture. As 
addressed in the previous section on architecture and accessibility, numerous check- 
lists are available to guide congregations in reflecting on this aspect of their wel- 
come. However, care should be taken to prioritize accessibility needs already 
evident among current members before addressing adjustments that may be more 
broadly applicable. 


Individual supports Steps should be taken to identify personalized ways of con- 
necting individuals with disabilities to resources, accommodations, and adaptations 
that would support their desired involvement. Person-centered planning approaches 
have been advocated as one way of discerning the preferences and priorities of 
individuals with intellectual and developmental disabilities (Claes, Van Hove, 
Vandevelde, van Loon, & Schalock, 2010). When tailored to a religious context, 
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such meetings might focus on those aspects of congregational life in which a person 
wants to be involved (e.g., worship, learning, service, fellowship, other), the sup- 
ports that would enhance this participation (e.g., personal assistance, alternative 
ways of participation, modifications to activities), and the preferences the person 
has for how, when, and from whom that support is provided. As in other areas of this 
work, presumptions should be avoided and perspectives actively sought. 


Family supports Congregations might also undertake specific efforts to support 
parents, siblings, and other family members in ways that also enable their participa- 
tion in congregational life or that meet other pressing family needs. For example, 
periodically offering respite enables parents to be part of worship services or small 
groups, attend to personal needs (e.g., appointments, shopping) throughout the 
week, or enjoy a much-needed date with their spouse. For many families, the chal- 
lenges of providing ongoing care, navigating a broken service system, or attending 
meetings can be exhausting. Yet fewer than 10% of congregations are reported to 
offer such forms of care (Carter et al., 2016; Woolever & Bruce, 2010). Other 
actions might include the organization of parent support groups, sibling groups, or 
other networking opportunities; making available resources and referrals related to 
the needs of their children with disabilities; or providing assistance for aging 
caregivers. 

As emphasized throughout this chapter, personalized approaches should be 
adopted over prescribed actions. Yet much can be learned from studies examining 
the range of congregational supports individuals and their families might consider 
helpful (e.g., Ault et al., 2013a, 2013b; O’Hanlon, 2013; Richardson & Stoneman, 
2015). Table 3.2 displays findings from a recent study involving more than 400 
parents of adolescents and young adults with IDD (Carter et al., 2016). Participants 
were asked about the extent to which they would consider each of 14 disability- 
specific supports to be helpful, as well as whether each of those supports was cur- 
rently available in their congregation. A deep need is reflected in the gap between 
these two sets of numbers. A large majority of parents indicated the supports they 
would consider to be helpful were not available within their religious community. 
The findings highlighted in this table showcase potential avenues through which 
congregations might meet felt needs. 


Serving 


Conversations about disability and ministry often concentrate on the times when 
members gather for worship, religious education, and other congregational activi- 
ties. Yet opportunities also exist for meeting needs that extend beyond the walls of 
congregation and throughout the other 6 days of the week (Carter, 2011). Although 
most local congregations are actively involved in meeting practical and pressing 
needs existing within the broader community, they may not be aware of how these 
efforts might serve community members with disabilities. 
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Table 3.2 Parental ratings of the helpfulness and availability of disability-related congregational 
supports 















































Percentage of parents 
Describing each potential Indicating each support 
support as somewhat to is currently available in 
Congregational support very helpful (%) their congregation (%) 
Support group for parents 71% 12% 
Congregation-wide disability 70% 10% 
awareness efforts 
Resource center for families 69% 4% 
with disabilities 
An advocate to work 68% 6% 
specifically with families 
Spiritual counseling from a 65% 33% 
congregation leader 
Respite care 61% 8% 
Modifications to religious 59% 12% 
education programs 
A spiritual or religious 59% 11% 
education plan 
Someone to support my child 56% 18% 
during religious education 
Someone to support my child 48% 16% 
during worship services 
Special worship services for 47% 1% 
people with disabilities 
Financial support from the 43% 14% 
congregation 
Transportation to 34% 15% 
congregational activities 
A congregation that is more 32% 23% 
physically accessible 











Source: Carter et al. (2016). Used with permission 


Employment Unemployment and underemployment have been persistent and 
pervasive problems for people with intellectual and developmental disabilities. 
Fewer than 15% of people with IDD are employed in the United States (Butterworth 
et al., 2015), and many work in segregated settings marked by low wages and lim- 
ited advancement. Congregations can play a part in expanding opportunities for 
their members with disabilities by drawing upon the personal networks of congre- 
gation members, encouraging members to advocate within their own places of 
employment, backing efforts to strengthen community employment programs and 
supports, finding mentors willing to come alongside people throughout their job 
search, arranging transportation to work, and hiring people within the congregation 
(Carter et al., 2016). For example, the Putting Faith to Work project (Carter et al., 
2016) developed a promising model for tapping into the social capital, creativity, 
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and commitment within a congregation to connect the gifts and talents of people 
with disabilities to meaningful work. 


Community living The shortage of inclusive and safe housing options also has 
been an enduring concern for adults with disabilities. More than one million adults 
with intellectual and developmental disabilities now live with aging parents (Hewitt, 
Heller, & Butterworth, 2015). An additional 634,000 live in group homes or large 
institutional settings with other individuals with significant disabilities (Braddock 
et al., 2015). Congregations can contribute to helping people with disabilities live 
well in community by advocating for local affordable housing, supporting or pro- 
viding faith-based residential program options, helping to meet the material needs 
of individuals in supported living contexts, making connections to roommates and 
host families, or providing financial assistance. The Friendship House Partners 
model (Floding, 2012) offers an intriguing approach for addressing the need for 
inclusive housing. Several seminaries (i.e., Duke, Vanderbilt, Western Theological 
Seminary) have launched shared housing options for students and their peers with 
intellectual and developmental disabilities. Future clergy develop valued relation- 
ships with people with significant disabilities and their families, while young people 
with disabilities receive support to live independently within a caring and support- 
ive community. 


Transportation The paucity of accessible transportation presents a barrier to both 
congregational involvement and other forms of community engagement. Indeed, 
more than one third (36%) of Americans with significant disabilities indicate inad- 
equate transportation is a major problem (National Organization on Disability, 
2010). Congregations might consider ways of addressing this need by arranging 
carpooling, providing transportation in congregational vehicles, coordinating with 
residential staff, or offering financial assistance for independent transportation (e.g., 
transit fare, gas money). 


Community referrals Congregations should become familiar with the range of 
services and supports available to people with disabilities in the broader community 
in which they are located. Many people with disabilities and their families report 
struggling to know about and connect to needed resources that extend beyond the 
spiritual dimensions of their lives (Gilson, Bethune, Carter, & McMillan, in press). 
Moreover, Carter et al. (2016) found that nearly three quarters of parents of young 
people with intellectual and developmental disabilities felt it would be helpful for 
their congregation to make community resources and information available to fami- 
lies impacted by disability. In the area of interpersonal violence, it is important 
congregational leadership or relevant ministry teams know who in the local com- 
munity provides services and supports that could be drawn upon by survivors with 
disabilities. People with disabilities who are victims of interpersonal violence and 
are hurting may approach a congregation for support, even when they are not a 
member of that faith community. For congregations committed to helping anyone in 
their community who is hurting, it is important to be prepared to receive and respond 
to these individuals. 
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Each of the areas already addressed in this chapter—treflection, invitation, prepara- 
tion, participation, and extension—should be accompanied by efforts to connect 
people with disabilities and their families to supportive and caring relationships 
within the faith community. Relationships are at the heart of belonging—having 
people in your life who know you, accept you, need you, love you, and miss you 
when you are not there (Carter, 2016; Swinton, 2012). Moreover, relationships are 
among the defining features of community. They mark the difference between being 
in a community and being in community and between being present and having a 
presence. 

Yet the friendships so central to thriving can remain elusive for many children 
and adults with intellectual and developmental disabilities in the absence of inten- 
tional efforts (Petrina, Carter, & Stephenson, 2014). For example, only two thirds 
(65%) of Americans with significant disabilities report socializing with friends, 
relatives, or neighbors at least twice per month (National Organization on Disability, 
2010). Almost one quarter (24%) of adults with IDD receiving public services and 
supports report having no friendships and caring relationships with people other 
than family members or support staff (National Core Indicators, 2015). Among 
youth with intellectual disability in middle and high school, 16% never saw friends 
outside of school, 42% never or rarely received phone calls from friends, and 25% 
had not been invited to any other youth’s social activities during the past year 
(Wagner, Cadwallader, Garza, & Cameto, 2004). 

Such descriptive findings seem to reflect limited opportunities much more than 
outcomes inherent to having an intellectual or developmental disability. In other 
words, friendships and other supportive relationships are actually quite likely to 
form when congregation members with and without disabilities participate in shared 
activities in sustained ways and with sufficient support (Carter, Bottema-Beutel, & 
Brock, 2014). This well-researched point reinforces the importance of designing 
inclusive worship, learning, service, and fellowship activities and programs that 
enable individuals with and without IDD to spend time together over time, as well 
as to ensure everyone feels prepared and supported to do so. Some congregations 
also opt to pursue intentional programming aimed at fostering relationships for indi- 
viduals at the margins of community life. For example, Amado, Boice, Degrande, 
and Hutcheson (2013) examined the impact of a congregational social ministry pro- 
gram (i.e., BeFrienders) on the inclusion of individuals with IDD. Preheim-Bartel, 
Burkholder, Christophel, and Guth (2015) describe the ways in which supportive 
care models have been carried out within congregations to promote the flourishing 
of members with disabilities. And Friendship Ministries has developed a series of 
inclusive small-group studies aimed at supporting both faith formation and 
belonging among members with and without intellectual disability (Newman, 
2016). Collectively, these efforts reflect a recognition that relationships must be 
actively pursued rather than passively hoped for. 
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Although an explosion of new resources reflects burgeoning interest the crossroads 
of faith and disability, much of the recent writing in this area has focused on either 
the theological or practical dimensions of this issue. Relatively little empirical 
research has focused on this important intersection in the lives of individuals and 
congregations (see reviews by Ault, 2010; Carter, 2013; Slocum, 2016). Future 
studies should focus on several aspects of this area of ministry. 

First, there is a near absence of studies examining exactly how congregations 
make the shift from a posture of exclusion to a practice of embrace in relation to 
people with disabilities and their families (e.g., Collins & Ault, 2010). While much 
work has been done to identify starting points and potential pathways for change, 
the process through which congregations launch and undertake these movements 
warrants much closer investigation. What are the key catalysts that spur new move- 
ments within a religious community? Who are the advocates, allies, and adversaries 
in these efforts? What challenges and complexities do congregations encounter 
along the way? And how does this commitment unfold over time and spread 
throughout a congregation? In the areas of education and employment, the transi- 
tion to inclusive practices has been both long and laborious (Rogan & Rinne, 2011; 
Ryndak, Reardon, Benner, & Ward, 2007). A longitudinal look at the journeys of 
congregations could provide much-needed guidance on how best to support these 
transitions all the way to culmination. 

Second, few studies speak to what it might look like to arrive at a place where 
“inclusive ministry” truly characterizes a congregation (cf., Carter et al., 2016). 
That is, the defining features of inclusive ministry have yet to be fully defined within 
this field. As in the areas of inclusive education, integrated employment, and inde- 
pendent living, there is continued discussion (and debate) about what inclusion 
really means and how it manifests within the context of a religious community. 
Research focused on delineating and defining these key features could prove espe- 
cially helpful to congregations interested in assessing their own practices against a 
set of accepted indicators. In this area, conversations with the fields of practical 
theology and biblical studies would be particularly productive. 

Third, little is known about how best to equip clergy and other congregation 
leaders with the commitment, confidence, and competencies needed to carry out the 
practices described in this chapter. To date, disability has not had a prominent place 
in the seminary curriculum (Anderson, 2003) or in training programs for religious 
educators. In their survey of theological studies throughout North America, 
Annandale and Carter (2014) reported that nearly three quarters of responding aca- 
demic leaders felt their graduates received little or no preparation for including 
people with disabilities into multiple dimensions of congregational life (i.e., wor- 
ship and ritual, religious education, fellowship, service, leadership) and responding 
to spiritual questions resulting from disability experiences. What might be effective 
avenues for professional development and the dissemination of resources to congre- 
gations moving toward inclusive ministry? 
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Fourth, the relationships forged within a faith community hold great potential to 
promote the safety, healing, and well-being of individuals with disabilities. A focus 
on how these relationships are formed within religious communities and the protec- 
tive factors they introduce represents an important line of future research. It is often 
said that people with significant disabilities are safest when they are better known 
and more fully included within their community. The contributions of these rela- 
tionships to violence prevention warrant much more attention. Likewise, the healing 
such relationships can bring through supportive care and connections also should be 
explored. In addition, relationships with direct service professionals and other staff 
tend to dominate the social networks of many adults with intellectual and develop- 
mental disabilities. How might relationships with individuals who are unpaid differ 
from those involving staff? What distinct benefits do they bring? And how might 
other individuals in the congregation be impacted by having the opportunity to 
meet, get to know, and walk alongside their fellow members with disabilities in faith 
and life? 


Summary 


Religious communities can play a powerful role in supporting the flourishing of 
individuals with intellectual and developmental disabilities, as well as their fami- 
lies. Although the landscape still remains uneven, more and more congregations are 
recognizing both the need and call to be places of welcome and belonging for all 
members of their community. In each of the six areas addressed in this chapter— 
reflection, invitation, preparation, participation, extension, and connections— 
opportunities abound for congregations to make new movements aimed at becoming 
a safer, more inclusive community. 
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Chapter 4 

Partnering with People with Disabilities 

to Prevent Interpersonal Violence: 
Organization Practices Grounded in the Social 
Model of Disability and Spectrum 

of Prevention 


Nancy M. Fitzsimons 


Interpersonal violence (IPV) perpetrated against people with disabilities is a seri- 
ous, persistent, and pervasive problem (Fitzsimons, 2016). Faith leaders have an 
important role to play within their faith and larger communities in challenging the 
oppression, barriers, and injustices that devalue, segregate, and disempower people 
with disabilities — all which contribute to their vulnerability to IPV. An examination 
of “disability,” “vulnerability,” and inclusive practices is grounded in the social 
model of disability. IPV is framed as a community problem best understood and 
addressed using the public health model. Specific strategies for faith communities 
to engage in IPV prevention work in collaboration with people with disabilities are 
presented grounded in the six interconnected levels of the Spectrum of Prevention. 


Faith Communities as Agents of Community Change 


The call to action for communities of faith to engage as agents of change in partnership 
with people with disabilities to address the problem of interpersonal violence is firmly 
rooted in longstanding tradition. 


Communities of faith have an extensive history of responding to a broad array of 
social problems through the direct provision of social welfare and through calls to 
action to address the needs of the oppressed, forgotten, and poor. Today, the role of 
faith-affiliated and faith-based organizations in the provision of the nation’s social 
welfare is firmly entrenched with the US social welfare system — the “programs, 
benefits, and services that help people meet those social, economic, educational, 
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and health needs that are fundamental to the maintenance of society” (Barker, 2014, 
p. 402). Public health, a subset of the social welfare system, is also inextricably 
linked to faith-based and faith-affiliated organizations. An overview of religious 
influences and faith community practices in provision of social welfare and public 
health services is provided as a grounding and an impetus for this contemporary call 
to action. 


Religion and US Social Welfare: Inextricably Linked 


The histories of social welfare in Western societies are deeply rooted in the Judeo- 
tradition of enacting protections for persons deemed most powerless (e.g., the poor, 
the orphan, and the widow) and early Christian traditions reflecting a strong com- 
munitarian orientation (Karger & Stoesz, 2014, p. 36). In the United States, social 
welfare policy has been most strongly influenced by Christianity, with religion and 
social welfare inextricably linked (Karger & Stoesz, 2014, p. 36). In the nineteenth 
century and early twentieth century, almost all forms of relief in the United States 
came from church groups, with all major denominations having some mechanism 
for providing social welfare (Karger & Stoesz, 2014, p. 40). The earliest hospitals 
were established by, and continue to be affiliated with, religious institutions (Levin, 
2014, p. 139). The contemporary social welfare service system originates from two 
movements that are grounded in Christian religious orthodoxy: the Charity 
Organization Societies (COS) and the Settlement House Movement, with the latter 
anchored in Christian socialism (Karger & Stoesz, 2014). Later, the Great Depression 
called attention to the limits of private charity to address widespread need resulting 
in New Deal legislation that gained the wide support of the Catholic Church (Karger 
& Stoesz, 2014, p. 43). In the 1960s religious consciousness was reawakened in 
some faith sectors with calls to social action to address the forgotten poor and secure 
civil rights for African Americans. A common thread throughout this history is a 
concern for the collective well-being. 

Welfare Reform, enacted in 1996, created the Charitable Choice provision 
(Section 104), later expanded, as a means for faith-based organizations to access 
public dollars to provide social welfare, substance abuse, and mental health ser- 
vices on par with any other nongovernmental entity (Cnaan & Boddie, 2002, 
p. 224). President Bush established and President Obama preserved the White 
House faith-based initiatives creating centers in 12 major federal agencies (Karger 
& Stoesz, 2014; The White House, n.d.), including the Department of Health and 
Human Services and the Department of Justice. Faith-based organizations have 
been designated by the US federal government as key players in addressing the 
social, community, and public health problems of the nation — including interper- 
sonal violence. 
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Interpersonal Violence Prevention: A Community Approach 


[N]o mass disorder afflicting mankind is ever brought under control or eliminated by 
attempts at treating the individual or by attempts at producing large numbers of individual 
practitioners. (Albee, 1983) 


Public health promotes and protects the health of the people and the communi- 
ties where they live, learn, work, and recreate with an emphasis on promoting well- 
ness and encouraging healthy behaviors (American Public Health Association, 
2017). There are four major determinants of health, environment, lifestyle (behav- 
ior), heredity, and healthcare services, and of these four “by far the most potent and 
omnipresent set of forces is the one labeled ‘environmental’” (Blum, 1981 as cited 
in Chehimi, Cohen, & Valdovinos, 2011, p. 73). In public health “environmental” is 
synonymous with community; thus the work is community oriented and depends 
upon collective action (Centers for Disease Control and Prevention [CDC], 2004). 

Interpersonal violence (IPV) is best conceptualized as a public health concern 
and addressed using the four core steps in the public health approach: (1) define the 
problem, (2) identify risk and protective factors, (3) develop and test prevention 
strategies, and (4) ensure widespread adoption (CDC, 2004). The meaning of pre- 
vention in public health corresponds to the three categories of prevention: 


e Primary prevention focuses on removing the root cause before the problem has 
occurred to prevent initial perpetration or victimization. Strategies are aimed at 
changing cultural norms, attitudes, and policies that reinforce and perpetuate 
IPV. 

e Secondary prevention focuses on the immediate responses after the problem has 
occurred. Efforts aim to prevent re-victimization, to deal with the short-term 
consequences of IPV, and to stop perpetrators from re-offending through early 
identification and intervention. 

e Tertiary prevention focuses on the long-term responses to the problem after it 
has occurred to deal with the lasting consequences of victimization, restore vic- 
tims’/survivors’ health and wellness, and prevent perpetrators from re-offending 
through treatment, incarceration, and other forms of monitoring and 
containment. 


A comprehensive approach using the socio-ecological model (CDC, 2015) to IPV 
prevention requires examining the problem and targeting solutions at the individ- 
ual, relationship, community, and societal levels, with the ultimate goal to prevent 
IPV before it occurs. Figure 4.1 presents an application of the socio-ecological 
model to sexual violence. Sexual violence is one form of IPV that also encom- 
passes intimate partner violence and caregiver violence. See the document Sexual 
Violence Prevention: Beginning the Dialogue (CDC, 2004) for an explanation of 
the socio-ecological model and a more comprehensive overview of the public 
health approach. 
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Fig. 4.1 Application of the socio-ecological model to sexual violence (From: Sexual violence 
prevention: Beginning the dialogue (p. 5), by the Centers for Disease Control and Prevention 
(CDC), 2004, Atlanta, GA: CDC, based upon the work of L. L. Dahlberg and E. G. Krug, 
“Violence — a global public health problem.” In E. G. Krug, L. L. Dahlberg, J. A. Mercy, A. B. Zwi, 
and R. Lozano (eds.), World report on violence and health (pp. 3-21). Geneva, Switzerland, World 
Health Organization) 


Communities of Faith: The Call to Action 


Faith communities that view activism as an essential part of religious commitment will 
challenge system-based injustices through civic engagement. (Delehanty, 2016, p. 40) 


The roots of public health come from a “communitarian ethos,” an “affirmation 
of mutual responsibility,’ and “reference to social justice in advocating redress of 
socioeconomic disparities” that lead to health and other disparities (Levin, 2013, 
p. 369). Many faith communities share similar such roots, with partnerships having 
existed for decades (Levin, 2014, p. 140). Faith communities are an important ally 
for the public health sector. They share mutual concerns, many faith traditions favor 
healthy living, congregations provide tangible and emotional resources for health, 
and religious organizations are able to connect with otherwise hard to reach people 
(Levin, 2013, p. 379). Faith communities serve as community-based intervention 
sites, community resources, and communities of influence (Maton, Sto. Domingo & 
Westin, 2013, p. 614) — all of which are important roles in the prevention of IPV. 

In his article Prophets of Resistance: Social Justice Activists Contesting 
Comfortable Church Culture, Delehanty (2016) speaks to the change that is needed 
to transform the culture of faith communities to become inclusive communities that 
attend to the justice needs of people with disabilities. Comfortable church culture is 
rooted in a charity focus and entails abiding by and promoting individualistic styles 
of religious commitment, which in turn lead to individualistic orientation to socio- 
economic issues (Delehanty, 2016, p. 42) — the opposite of the public health 
approach. The call to action as agents of change requires that faith community 
activism not be tangential to religious commitment, rather an “essential part of the 
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mission” to which people of faith are called (Delehanty, 2016, p. 49). Likewise, a 
“prophetic voice” means not only to proclaim the faith but also to “call attention to 
the systematic denial of God’s abundance” (Delehanty, 2016, p. 49) maintained by 
unjust systems and structures that advantage some and disadvantage others. 

For people with disabilities, charity, no matter how well intended, will not change 
the social and economic conditions that contribute to their disadvantaged status. 
Collectively, people with disabilities represent the most underprivileged minority 
group in the United States: 


e Higher unemployment: 34.4% of civilian adults under 65 with disabilities 
employed in the community compared to 75.4% of adults under 65 without dis- 
abilities (Kraus, 2015, p. 29). 

e Lower earnings: “Median earnings of civilians with disabilities ages [sixteen] 
and over in the U.S. was $21,232, about two-thirds of the median earnings of 
people without disabilities, $31,324” (Kraus, 2015, p. 20). 

e Increased poverty: In 2014 28.1% of people with disabilities lived in poverty 
compared to 13.3% of people without disabilities (Kraus, 2015, p. 22). 


Issues of power, justice, and equality are central to the lives of people with disabili- 
ties. Congregations with diverse members can be powerful sources of influence in 
the community and larger society, especially important for marginalized groups 
who have limited economic and political influence through other means (Maton 
et al., 2013, p. 623). Congregations as communities of influence (Maton et al., 2013) 
are called to use their sphere of influence to be agents of change in partnership with 
people with disabilities to prevent IPV. 


Unpacking “Disability” and “Vulnerability” from the Social 
Model 


People with disabilities have a long history of oppression, segregation, and discrimination 
rooted in ableism — attitudes and beliefs that left unexamined continue to be perpetuated in 
the practices of institutions throughout our society. 


Heeding the call to action with the best of intentions is not sufficient and could 
hinder or even harm, when the work is done based upon unexamined thinking about 
“disability” and “vulnerability.” The work of faith communities must be begun with 
an unpacking of deeply entrenched belief systems that disadvantage people with 
“disabilities” in our society. 


Faith Communities and “Disability” from the Social Model 


The ultimate transformation in thinking, from a social model of disability perspective, is to 
recognize the gifted person ‘because of’ the person’s disability, not ‘in spite of’ the disabil- 
ity. (Thogmartin-Cleaver, 2001/02, p. 1) 
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Disability rights advocates and allies challenge the view of disability from 
individual-oriented models, including the view that the brains and bodies of people 
with disabilities are broken. The individual models of disability, the moral model 
and the medical model, which permeates popular and professional thought about 
disability, have created enormous hardship for people with disabilities. The social 
model of disability reformulates the fundamental problem of “disability” as one of 
social oppression in which “disability is the disadvantage or restriction of activity 
cause by contemporary social organization which takes no or little account of peo- 
ple [...] who have impairments and thus excludes them from the mainstream of 
social activity” (Thomas, 2002, p. 39). “Impairment is a personal characteristic, 
disability is a social condition, which is imposed on a person on top of their impair- 
ment” (Hollomotz, 2012, p. 468). In plain language, the disadvantage of disability 
is not rooted in differences in how the brain or body works. Rather, it is societal 
barriers, whether physical, programmatic, policy, or attitudinal, that are most debili- 
tating for people with disabilities. 

Viewing disability from the social model lens has the power to transform indi- 
vidual attitudes, perception, and practices, which in turn can be used to transform 
systems. Nancy Eiesland (2001/02) recalls her own awareness of internalized able- 
ism and awakening: “I began to see the problem not within my body or the bodies 
of people with disabilities, but with the societies that have made us outcasts and 
viewed and treated us in demeaning and exclusionary ways” (p. 3). The transforma- 
tion of the faith community moves away from the faith community assuming the 
biggest need for people is the eradication of their impairment — to an understanding 
that what people really need is a good job, a good intimate partner, health and hap- 
piness for their children, a home of their own, and other “normal” desires (Joeckel, 
2006, p. 342). 

The social model of disability shifts practices away from acts of charity (Vogel, 
Polloway, & Smith, 2006, p. 24), which only serves to contribute to the “them” and 
“us” mentality that is the lifeblood of individual-oriented models of disability, to 
practices that create an inclusive community whereby all people have an opportu- 
nity to fully participate and to be seen as whole people (Longmore as cited in 
Joeckel, 2006, p. 332). Supporting inclusion reinforces wholeness on the individual 
and societal levels. This is exactly what people with disabilities have been fighting 
for — to be seen and treated as whole persons within their families and communities. 
“An individual’s wholeness depends on addressing all their needs, including spiri- 
tual needs. A community’s wholeness depends on the valuing, participating, and 
belonging of all its members” (Amado & Simon, 2001/02, p. 7). 

Faith communities have an abundance of opportunities for people with disabili- 
ties to be seen as gifted people and to engage in, and be seen, fulfilling valued social 
roles. The major goal of social role valorization is to create and support people’s 
fulfillment of valued social roles (e.g., home owner, worker, employer, volunteer, 
donor) within their communities and the larger society so that they will in turn reap 
those good things in life that are associated with fulfillment of those valued roles 
(Osburn, 1998, p. 1). 
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Rethinking “Vulnerability” to Interpersonal Violence 


‘Vulnerability’ is best understood from the social model of disability — increased risk for 
IPV exists within relationships, within environments, within the larger social, political, eco- 
nomic and cultural context. 


From an individual-oriented model of disability, being vulnerable is synony- 
mous with disability. It is perhaps the most pervasive, destructive, and debilitating 
assumption made about people with disabilities (Fineman, 2008, p. 4). Vulnerability 
implies weakness, dependency, and a need for protection. Being vulnerable to IPV 
is viewed as part and parcel with having an impairment, despite the fact that vulner- 
ability to such victimization is better understood as universal and constant — inher- 
ent to the human condition (Fineman, 2008, p. 4). Furthermore, for people with 
disabilities, vulnerability is almost universally associated with individual factors 
that reside within the person — the impairment in cognitive, physical, sensory (hear- 
ing/vision), or mental functioning (Fitzsimons, 2016), ignoring that vulnerability 
results from interactions with external risk factors. 

There are a variety of ecological models that examine vulnerability to IPV (e.g., 
Center for Disease Control, 2015; Fitzsimons, 2009; Hollomotz, 2009, 2011; 
Sobsey, 1994). Hollomotz’s (2011) ecological model of risk of sexual violence (see 
Fig. 4.2), followed by an explanation of each level, is provided to illustrate the com- 
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Fig. 4.2 Ecological model of sexual violence (From “Beyond ‘vulnerability’: An ecological model 
approach to conceptualizing risk of sexual violence against people with learning difficulties,” by 
A. Hollomotz, 2009, British Journal of Social Work (published on behalf of the British Association of 
Social Workers), 39, p. 104. Copyright 2009 by Oxford University Press. Reprinted with permission) 
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plex interplay between the individuals (personal attributes and knowledge and 
skills) — in relationship with people within the immediate “home” environment — 
within the larger environmental context where people live (neighborhood) and 
where people learn, work, recreate, and worship (community); and within the larger 
societal context (i.e., culture, norms, laws, the media): 


e Microsystem — Individual. The individual’s personal attributes impact the risk of 
victimization. The person’s gender impacts offender attraction. The impairment 
may impact ability to perceive risk, assess and avoid harm or danger, or thwart 
an attack. Personal attributes intersect with knowledge and skills and impact the 
risk of IPV. Personal attributes intersect with disempowering practice (e.g., deny 
protective information about sexuality, self-defense, legal, and other rights; lack 
of readily available and responsive people to obtain help) within education/ser- 
vice settings, often isolated and segregated, which contributes to increased risk. 

e Microsystem — Exosystem — Relationship. Individuals in relationship with people 
in positions of power, authority, or trust who have readily available access based 
upon their relationship status; who can control access to information and 
resources; and who can use their status to perpetrate IPV, induce fear, and exer- 
cise power over victims. High-status offenders can use their elevated status to 
discredit claims made by low-status victims. 

e Exosystem — Environment. Segregated environments where people with disabili- 
ties are more readily separated from mainstream helping systems (e.g., law 
enforcement, legal aid, sexual and domestic violence advocates), where disem- 
powering practices can more readily flourish, and where discovery of IPV can be 
more effectively thwarted. 

e Macrosystem — Social, Political, Cultural, Economic. IPV occurs in societies in 
which power imbalances are allowed to occur. Offenses, generally classified as 
crimes when perpetrated against people without disabilities, are viewed as 
“abuses” better responded to within regulatory and/or protective systems — if 
responded to at all. 


Individual impairment, to varying degrees based upon the condition, age of 
onset, and severity, contributes to vulnerability. However, individual impairment is 
just one of many factors contributing to vulnerability and should not be equated 
with causing IPV (Hollomotz, 2011, p. 72). From a social model of disability, the 
unrecognized, ignored, and underappreciated disadvantage for people with disabili- 
ties is that individual vulnerability is maximized and perpetuated by disempowering 
and debilitating practices of people, environments, and systems (Fitzsimons, 2009, 
2016; Sobsey, 1994) — all of which contribute to people with disabilities being per- 
ceived as “attractive victims.” 

Leaders and members of faith communities who fail to see vulnerability to IPV 
as a universal human experience and subscribe to an individual-oriented conceptu- 
alization of vulnerability will inadvertently perpetuate externalized vulnerability 
within their faith communities and within the broader society. 
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A Call to Action: Inclusion of People with Disabilities 


If in fact, “churches are called to be places of welcome, belonging, and contribution for 
people with disabilities” (Carter, 2016, p. 168), then faith communities need to serve as 
examples of inclusive communities of faith that use the gifts of all members (Norman- 
McNaney, 2001/02, p. 10) in worship, service, study, leadership, and activism. 


Levin (2013) contends that “faith traditions most exemplify their prophetic role 
when they call people (and governments) out of their complacency and neglect, 
especially regarding disadvantaged or disempowered populations” (p. 380). The 
call, then, is to use the power of the pulpit; to transform individuals, organizations, 
and communities, in partnership with people with disabilities; and to create inclu- 
sive communities. Such efforts, in and of themselves, have the potential to decrease 
the vulnerability of people with disabilities to IPV by elevating their status in soci- 
ety. Thus, a call to action to prevent IPV of people with disabilities must entail col- 
laboration with people with disabilities. 


Characteristics of Inclusive Faith Communities The work of IPV prevention 
must be anchored in an inclusive approach. Griffin, Kane, Taylor, Francis, and 
Hodapp (2011) examined the characteristics of inclusive faith communities, identi- 
fying five predictors of inclusive outcomes: (1) leaders committed to including 
people with disabilities, (2) use of educational resources to address disability-related 
issues, (3) closer relationships with disability organizations, (4) positive portrayal of 
people with disabilities in religious teaching, and (5) a greater commitment to social 
justice (pp. 387-389). Furthermore, lessons learned from efforts to create multicul- 
tural faith communities for people of minority racial or ethnic groups are applicable 
to the inclusion of people with disabilities. 


Defining Community Efforts to create a community of diverse peoples requires 
using an expansive definition of community. Community entails a physical space 
(Jenkins, 2014, p. 138). An accessible physical space is crucial for people with a 
physical or mobility disability to become part of the faith community. Community is 
also a communicative process and a “means through which community is cultivated 
and sustained” (Jenkins, 2014, p. 138). Therefore, alternative ways of communicat- 
ing must be honored and accommodated. Community also represents “a shared set 
of values, interests, attitudes, and /or emotional responses” that contribute to a “psy- 
chological sense of community” (Jenkins, 2014, p. 138). Community, from a 
psychological sense, entails recognizing and dismantling moral and medical model 
thinking rooted in able-bodied privilege and ableism resulting in formal and infor- 
mal policies and practices that limit opportunities for full participation. Such think- 
ing can lead to resistance in making changes that would ensure programmatic access 
in the name of “tradition” — even if such tradition ultimately results in the exclusion 
of people with disabilities. 


Avoiding Tokenism Garces-Foley (2007) writes about the emergence of the 
multicultural church noting “what is most noteworthy about the multicultural 
church is not the mere presence of diversity within its walls, but the interactions 
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between those inside” (p. 212). One such interaction that must be eradicated is that 
of tokenism. Tokenism refers to “perfunctory gesture toward the inclusion of minor- 
ity members into an otherwise majority group of organization” (Jenkins, 2014, 
p. 149). “Such inclusion is typically used to create an artificial façade of diversity, 
while averting any potential accusation of discrimination” (Jenkins, 2014, p. 149). 
Token individuals are often appointed to highly visible roles within an organization 
with limited influence or capacity for organizational change (Jenkins, 2014, p. 149). 
Tokenism is likely occurring when the same person(s) with disabilities are invited 
to the table to speak on behalf of all people with disabilities, when the number of 
people with disabilities in the room is greatly outnumbered by the number of people 
without disabilities — limiting the perspectives and experiences of the larger group 
that they represent — or when people with disabilities are invited to be physically 
present, but not encouraged or supported to be active participants with real decision- 
making authority. 

In the faith community context, authentic belonging, characterized by real reci- 
procity, means that people with disabilities are both the receivers and givers of min- 
istry (Carter, 2016, p. 177). Such reciprocity contributes to the transformation of 
people with disabilities being seen as service users, to contributors with assets, to 
truly indispensable members of the community (Carter, 2016, p. 178). Thus, an 
inclusive community is created, cultivated, and sustained when people without dis- 
abilities are willing to adapt, adopt, and embrace alternative ways of thinking and 
doing in regard to worship, service, study, leadership, and faith-based activism that 
maximizes the valued social roles of people with disabilities. And, when people 
with disabilities, within their faith community and the larger community, are actively 
engaged in numbers sufficient to shatter the practice of tokenism. 


Putting the Pieces Together: Creating an Inclusive, 
Comprehensive Interpersonal Violence Prevention Plan 


The Spectrum requires that people, and organizations, within communities must work 
together (Chehimi et al., 2011, p. 78) — which is central to the disability right’s history and 
philosophy: “Nothing about us, without us.” (Charlton, 1998, p. 3) 


The Spectrum of Prevention (Cohen & Swift, 1999) is a public health framework 
for developing multifaceted approaches to injury and violence prevention that goes 
beyond traditional educational approaches to achieve broad community goals 
through six levels of interconnected strategies (refer to Table 4.1). The Spectrum 
uses a systems approach to developing a comprehensive prevention strategy predi- 
cated on the notion that “a whole is greater than the sum of its parts” (Cohen & 
Swift, 1999, p. 1). According to Davis, Parks, and Cohen (2006), “any activity at 
any of the Spectrum’s six levels constitutes an intervention. However, when these 
levels are used in combination, the Spectrum becomes a more transformative force. 
The interrelatedness between the levels of the Spectrum, or synergy, enables advo- 
cates and practitioners to maximize the results of any one prevention activity” (p. 6). 
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Table 4.1 The Spectrum of Prevention 


























6 | Influencing policy and Developing strategies to change laws and policies to 
legislation influence outcomes 

5 | Changing organizational Adopting regulations and changing norms to improve health 
practices | and safety 

4 | Fostering coalitions and Convening groups and individuals for broader goals and 
networks | greater impact 

3 | Educating providers Informing providers who will transmit knowledge and skills 

| to others 

2 | Promoting community Reaching groups of people for with information and 
education resources to promote health and safety o 

1 | Strengthening knowledge Enhancing an individual’s capability of preventing injury or 
and skills illness and promoting safety 





From Cohen and Swift, (1999); reproduced with permission 


The Spectrum has been used to change norms around impaired driving, wearing seat 
belts, and smoking. 

The ultimate goal of IPV prevention work is to create lasting, systemic positive 
norm change (Curtis & Love, 2009, p. 19). This entails transforming the foundation 
of attitudes, beliefs, norms, and behaviors that contribute to all forms of IPV and 
replacing with a foundation of attitudes, beliefs, norms, and behaviors that create 
healthy, mutually respectful, nonviolent people and communities. Such change gen- 
erally does not occur by sharing information alone. Rather, change requires engage- 
ment in all levels of the Spectrum, with the tipping factor for normative change 
requiring efforts at the organizational and policy levels of the Spectrum (Chehimi 
et al., 2011, p. 82). 

The reminder of the chapter provides an explanation of each level of the Spectrum 
with specific examples of prevention strategies. Refer to Promoting Equal and 
Respectful Relationships in Faith Communities: A Manual and Toolkit (Holmes, 
2012) for a comprehensive array of resources (fact sheets, resource lists, survey and 
audit tools, and taking action tools) focused on preventing violence against women 
that can be adapted for broader IPV prevention work within the Spectrum of 
Prevention framework. Refer to the End Abuse of People with Disabilities Project at 
the Center on Victimization and Safety, Vera Institute of Justice, for disability- 
specific IPV prevention resources. 


Level 1: Strengthening Individual Knowledge and Skills Enhancing an indi- 
vidual’s capacity of preventing interpersonal violence and promoting safety. 


Prevention begins with education. (NPEIV, 2016, p. 11) 


Level | strategies are aimed at educating people in ways that can enhance their 
ability to be emotionally healthy, mutually respectful, nonviolent people in an array 
of roles (e.g., partner, parent, family member, friend, paid and unpaid caregiver, co- 
worker, neighbor) and contribute to the creation of nonviolent communities. This 
occurs through the transfer of new ways of thinking and behaving AND through 


56 N.M. Fitzsimons 


actual skill building in order to increase an individual’s capacity for preventing IPV 
(Davis et al., 2006, p. 8). 

The level 1 strategy that holds the greatest promise for creating nonviolent com- 
munities is bystander programming — “engaging individuals to challenge the 
attitudes, beliefs and cultural factors that contribute to the occurrence of [interper- 
sonal] violence and to become allies to people who are treated unjustly” (Curtis & 
Love, 2009, p. 20). Bystander engagement entails providing knowledge and skills 
on how to recognize a pattern of harmful warning behaviors that warrant a conversa- 
tion or an action (Tabachnick, 2009, p. 22) and having the fortitude and skills to 
safely get involved, ideally before an act of violence occurs. While not everyone 
perpetrates IPV, nor is everyone a victim/survivor of IPV, EVERYONE witnesses 
harmful behaviors ranging from non-mutually respectful words and actions to 
extreme acts of violence. Engaging witnesses — bystanders — offers the best chance 
to change social norms by transforming an individual or “you” problem to a collec- 
tive “we” problem requiring a collective “we” solution (Tabachnick, 2009, p. 5). 

How people with disabilities are viewed by others within the faith community 
and view themselves is directly connected to strengthening individual knowledge. 
“Where people worship and pray is often the place where people also have the 
strongest networks, and often receive information that can be of value to the health 
[and well-being] of their families and their neighborhoods” (Levin, 2013, p. 369). 
When people with disabilities are treated as valued members of their faith commu- 
nity, they in turn experience that sense of value within. They have increased oppor- 
tunities to form and observe mutually respectful relationships, to develop confidence 
and skills that increase personal empowerment, and to acquire a larger social net- 
work. Furthermore, they have a platform to have their needs and concerns addressed 
within the congregation as part and parcel of the faith community — not tangential 
to its mission and work. People without disabilities move beyond cautious acquain- 
tances and parallel engagement with people with disabilities, to having meaningful 
interactions, becoming educated about issues of social and economic injustice, and 
to forming alliances in the pursuit of justice. 


Examples of Level 1 Strategies 

e All Congregants — Creation of an Inclusive Faith Community. As part of larger 
efforts to promote and respect diversity within the faith community, create oppor- 
tunities to learn about disability. Educate about disability-related topics by 
infusing content into existing educational forums and in disability-specific work- 
shops, discussion/reflection groups, or other learning endeavors. Teach specific 
skills in disability etiquette and strategies for inclusion (e.g., physical access, 
electronic and print access, accommodations, and the use of plain language in 
written materials), along with education on an array of disability-focused topics 
(e.g., ableism and historical and contemporary oppression; the moral, medical, 
and social model of disability; disability right’s movements; ability privilege; the 
Americans with Disabilities Act and other disability-related laws). Tap into the 
expertise of people with disabilities as educators from within and outside of the 
faith community. 


4 Partnering with People with Disabilities to Prevent Interpersonal Violence... 57 


e Adult Congregants — Promoting Healthy Interpersonal Relationships. Promotion 
of healthy, mutually respectful interpersonal relationship skills via individual, 
couple, family, or group counseling and through small group discussion and 
workshops by faith educators and counselors. Teach about harmful and mutually 
respectful interpersonal relationships. An array of Power and Control and 
Equality wheels are available on the National Center on Domestic and Sexual 
Violence website (http://www.ncdsv.org) describing the differences in concrete 
attitudinal and behavioral terms. Wheels adapted to reflect the experiences of 
people with disabilities are Deaf Power and Control Wheel, People with 
Disabilities in Partnership Power and Control Wheel and Respect Wheel, Power 
and Control Wheel: People with Disabilities and Their Caregivers, and Equality 
Wheel: People with Disabilities and Their Caregivers. For people with and with- 
out disabilities, the use of disability-specific wheels contributes to understanding 
IPV from a new perspective, creating more empowered, effective, and engaged 
bystanders. Education using Equality and Respect wheels provides a concrete 
way for people to learn, model, and emulate caregiving, partner, and faith com- 
munity member relationships based upon equality and mutual respect. 


Level 2: Promoting Community Education Reaching groups of people with 
information and resources to prevent violence and promote safety. 


“Effective community education not only alerts individuals to new information”, but more 
importantly, “helps build a critical mass of support for safer behavior, norms, and poli- 
cies.” (Davis et al., 2006, p. 9) 


Level 2 strategies aim to reach large numbers of people with a single message to 
change knowledge and attitudes, rather than focus on skill acquisition (Curtis & 
Love, 2009, p. 20). Public awareness campaigns, including the use of mass and 
social media, coupled with community organizing, are one of the main strategies for 
community education. Campaigns are primary prevention based when they focus on 
root causes and contributing factors that promote, or at least permit the use of vio- 
lence, AND encourage action (Curtis & Love, 2009, p. 21). Refer to Table 4.2 for a 
list of IPV and disability-related national community education awareness events, 
campaigns, and resources. 


Examples of Level 2 Strategies 

e Faith Community IPV Awareness and Prevention Campaign. Develop an annual 
12-month campaign. Incorporate the awareness and action campaign into newly 
created or existing activities — worship, study, service, leadership, and faith- 
based activism. Use multiple methods and ensure multiple opportunities for all 
members of the faith community to hear the messages and to get involved. Ensure 
that the issues impacting people with disabilities are reflected in the campaign. 
Make sure that all community education opportunities and materials are wel- 
coming and accessible. 

e Leverage Existing Forums. Support existing local or national campaigns. 
Disseminate and incorporate campaign materials into worship, congregation 
communication, and education. Sponsor or cosponsor community education events. 
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Table 4.2 Community education awareness resources 















































Event Campaign Organization and web address 
Domestic Violence Take a Stand Against | National Coalition Against Domestic 
Awareness Month Domestic Violence Violence, http://ncadv.org/ 
(October) 
National Bullying Be United for National Bullying Prevention Center, 
Prevention Month Kindness, Acceptance, _| http://www.pacer.org/bullying/ 
(October) | and Inclusion 
National Child Abuse Build Community, US Children’s Bureau, https://www. 
Prevention Month Building Hope childwelfare.gov 
(April) 
National Crime Victim Strength, Resilience, Office for Victims of Crime, https://ove. 
Rights Week (April) Justice (2017 nejrs.gov/nevrw/ 

campaign) 
National Disability #Inclusion Works The Campaign for Disability Employment, 
Employment Awareness | (2016 campaign) https://www.whatcanyoudocampaign.org 
Month (October) 
Sexual Assault Engaging New Voices | National Sexual Violence Resource Center, 
Awareness Month (2017 campaign http://www.nsvre.org 
(April) targets faith 

communities) 











Write opinion pieces in the local newspaper to raise awareness and to lend sup- 
port for causes. Create, support, and encourage service opportunities for faith 
leaders and members to get involved in community initiatives. 


Level 3: Educating Providers Informing providers who will transmit skills and 
knowledge to others AND model positive social norms. 


“The vast majority of victims of violence intersect regularly with numerous professionals 
including [...] faith leaders”, many of which “are poorly trained to prevent violence or to 
respond with excellence when it cannot be prevented.” (NPEIV, 2016, p. 23) 


Within organizations it is important to engage in educating providers initiatives 
focused on transmitting skills and knowledge to others AND to model positive 
norms (Cohen & Swift, 1999, p. 3). “Providers,” in the context of IPV prevention, 
is a very broad term that comprises anyone who is in a position to influence others 
in the community (e.g., medical and mental health professionals, media, teachers, 
local elected officials) (Curtis & Love, 2009, p. 21). Trusted people with authority 
or elevated status in a community, perceived or actual, can be particularly influential 
given “even brief comments have a lasting impact, particularly when reinforced 
over time or through community norms and practices” (Cohen & Swift, 1999, p. 3). 

Jones and Fowler (2009) refer to the spiritual violence that victims of IPV expe- 
rience when turning to some communities of faith “for guidance and help only to be 
told that their faith’s teachings either tacitly condone the violence, fail to condemn 
the violence, require that they continue to tolerate the violence” (p. 425). Target 
educating faith leaders, counselors, and teachers so that they can use their sphere of 
influence to transmit knowledge and skills AND model positive norms, in order to 
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minimize risk and enhance protective factors at the individual, relationship, com- 
munity, and societal levels, and to advocate for changes in organizational practices 


and public policies. Educate 


on a broad array of topics pertaining to IPV in general, 


with specific application to people with disabilities across the spectrum of disability 
and human diversity (e.g., sexual orientation, gender, race/ethnicity, and religion). 
An understanding of the problem and of the remedies and responses should be 
grounded in the social model of disability in order to break down barriers that dis- 
empower people with disabilities and increase vulnerability. 


Examples of Level 3 Strategies 
e Leadership Team: Interpersonal Violence Education. Form a leadership team 


made up of a diverse array of members of the faith community to spearhead IPV 
prevention efforts and to serve as educators and mentors within the faith com- 
munity. Ensure sufficient representation of people with disabilities to circumvent 
the practice of tokenism. Such leaders would become organizational experts and 
champions of IPV prevention work. Reach out to local, state, and national IPV 
prevention organizations to identify education and training opportunities, includ- 
ing accessing those resources listed in Table 4.3. Ideally, leadership team mem- 
bers would attend community-based trainings in order to foster relationships and 
learn with and from providers outside of the faith community. 

Faith Counselors and Teachers: Interpersonal Violence Education. Ensure that 
all counselors and teachers receive IPV prevention training, including education 
that is specific to people with disabilities. Refer to Table 4.3 for education and 


training resources. 


Table 4.3 Education and training resources 





a L ee e 
Sexual Assault Advocate/ 
Counselor Training (SAACT) 

















Description 








Provided by state sexual assault coalitions 
Website: https://www.ovcttac.gov/saact/ 





Green Dot© 


A bystander-based prevention program designed to increase 
positive bystander behavior, change social norms, and reduce 
sexual and other forms of IPV 

Website: https://www.livethegreendot.com/ 





‘Disability Services ASAP 


Provides an array of disability-focused interpersonal violence 
training and education 

Website: http://www.safeaustin.org/safeprograms/ 
disability-services-asap/ 





End Abuse of People with 
Disabilities 


Provides a free monthly webinar series that features topics that 
advance the conversation at the intersection of violence against 
people with disabilities 

Website: http://www.endabusepwd.org/ 





Stop the Violence, Break the 
Silence Training Guide & 
Resource Kit developed by 
SafePlace 





Training curriculum focused specifically on violence 
perpetrated against people with disabilities 
Access via http://www.safeaustin.org/safeprograms/materials/ 
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Level 4: Fostering Coalitions and Networks Bringing together groups and indi- 
viduals for broader goals and greater impact. 

Faith organizations use their social networks and congregational influence to 
elevate the minority group status of people with disabilities in the community. As 
well as, to bring greater legitimacy to their collective issues — issues that should be 
community issues, not just ‘people with disabilities’ issues. 

“We can never launch effective prevention programs unless these programs are 
designed at the local level by those closest to the situation and unless their programs 
are tailored to the dynamics unique to each community” (NPEIV, 2016, p. 4). Level 
4 of the Spectrum entails bringing together a diverse array of stakeholders to work 
collaboratively to effect changes in complacency around social norms that perpetu- 
ate IPV and to advocate for policy changes. “Fostering collaborative approaches 
brings together the participants necessary to ensure an initiative’s success and 
increase the ‘critical mass’ behind the effort” (Chehimi et al., 2011, p. 83) — referred 
to as the collaboration multiplier (p. 85). This “level of the Spectrum emphasizes 
the advantages — both in terms of accomplishment and impact — of working together 
rather than alone. And, sends a message to the community that interpersonal vio- 
lence is a community issue that requires a community response” (Curtis & Love, 
2009, p. 22). 

The transformative work done within the faith community lays the foundation 
for IPV prevention work done within the larger community — in partnership with an 
array of stakeholder groups, including disability advocates. Faith community lead- 
ers use their sphere of influence to ensure that existing or newly formed networks or 
coalitions focused on community issues, including IPV, are inclusive of people with 
disabilities. Faith community leaders also support leaders and activists with dis- 
abilities from within the faith community to serve as bridges between the disability 
communities, faith communities, and other stakeholder groups. 


Examples of Level 4 Strategies 

e Representation on Existing Coalitions and Networks. Take an inventory of exist- 
ing coalitions, networks, and coordinated community response efforts at the 
local and state level to ensure leaders and members of the faith community are 
represented. Advocate for inclusive practices, including welcoming and acces- 
sible meeting locations, materials, and engagement. Ensure representation and 
support the active participation of people with disabilities from within and out- 
side of the faith organization. Serve as a host site for meetings. Tap into the tal- 
ents and resources of faith community members to support the work of partnering 
coalitions and networks. 

e Spearhead New Initiatives. Host community conversations with an array of 
stakeholder groups, including people with disabilities from advocacy and service 
provider organizations, to identify IPV prevention gaps and opportunities. 
Potential initiatives include forming a local interfaith coalition to collaborate on 
faith-based IPV prevention or forming a men’s action network to involve men 
and male leaders as activists and engaged bystanders. 
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Level 5: Changing Organizational Practices Adopting regulations and shaping 
norms to prevent violence and improve safety. 

A faith-community that is not inclusive in its policies and practices, and is not 
physically, programmatically, or attitudinally accessible to people with disabilities, 
cannot, despite the best of intentions, be of service to be people with disabilities. 

Transformation from within entails changing organizational practice by adopt- 
ing regulations and shaping norms that promote inclusion, prevent IPV, improve 
safety, and create organizations based on equality and mutual respect. Organizational 
practices are the ways organizations operate, contributing to organizational culture, 
which is comprised of formal or written policies, and the ways in which such poli- 
cies are carried out through unwritten or informal practice (Curtis & Love, 2009, 
p. 22). Believed to be the least understood and most frequently ignored level on the 
Spectrum (Cohen & Swift, 1999; Davis et al., 2006), changes in organizational 
practices can have a profound effect on the people involved in the organization. 
Level 5 strategies have the potential to have a significant impact on the larger com- 
munity by setting expectations for incentivizing and modeling behavior; thereby 
serving as an example for other organizations, informing related policy, building 
awareness and buy-in, and affecting norms (Davis et al., 2006, p. 12). 

Leadership within the organization is essential for level 5 change. Greater inclu- 
sion was found in those faith communities whose leaders were more committed to 
including people with disabilities (Griffin et al., 2011, p. 387). Cortes and Wilkinson 
(2009) in their exploration of developing and implementing a multicultural vision 
reflect upon the importance of cultural transcenders — leaders who are committed to 
exploring the complexities of diversity, recognize cultural differences, and appreci- 
ate how those differences influence values, beliefs, and ways of viewing the world 
(p. 210). Visionist multicultural leaders are collaborative, principled, empowering, 
big-picture thinkers who make envisioning a central part of their leadership style 
(Cortes & Wilkinson, 2009). Such visionist leadership helps the organization to 
value diversity as a strength, envision roles for diverse groups in all organizational 
endeavors, grounds organizational practices in the inherent dignity and worth of all 
people, imagines and realizes cultural accommodation, and creates an organiza- 
tional culture that thrives on change (Cortes & Wilkinson, 2009, pp. 25-26). 


Example of Level 5 Strategies 

e Conduct an Audit of Disability Accessibility and Inclusion. An audit can be used 
to begin or further an ongoing conversation among people with and without dis- 
abilities from within and outside of the faith community (i.e., connecting with 
local disability advocates) about inclusion, accessibility, and accommodation. 
Use the audit to identify strengths and weakness, to form the basis for discussion 
regarding priorities, and to create a plan to remedy deficits. Carter (2007) in his 
book Including People with Disabilities in Faith Communities provides a Journey 
of a Congregation Assessment Tool, a list of congregational reflection tools, and 
a self-reflection guide called Indicators of Welcome (pp. 37-48). 

e Investigate and Revise or Develop Policies that Promote Healthy Relationships. 
Investigate what your faith tradition teaches about violence, healthy relationships, 
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disability, and other related issues. Identify and review existing policies within the 
organization and faith governing organization pertaining to violence, healthy rela- 
tionships, disability, and related issues. Revise and/or draft policies that promote 
healthy, respectful relationships and create a safe, inclusive community for all. 


Level 6: Influencing Policies and Legislation Enacting laws and policies that 
support healthy community norms and a violence-free society. 

An understanding of ‘disability’ and ‘vulnerability’ from the social model shifts 
our focus to the array of societal institutions that fail to protect, reach out to, repre- 
sent the interests of, or fail to provide access or accommodation to people with dis- 
abilities. (Fitzsimons, 2016) 

Perhaps the most challenging level of engagement for faith communities is influ- 
encing policy and legislation. Yet, this level should not be ignored because “it has 
the potential to achieve the broadest impact across a community” (Chehimi et al., 
2011, p. 84). Level 6 of the Spectrum entails enacting or improving existing laws at 
the local, state, and national levels, as well as the adoption of formal policies by 
boards and commissions, that protect public health and safety, lead to better enforce- 
ment, or change organizational practices (Davis et al., 2006, p. 13). Challenging and 
changing policy at the federal level, and even the state level, can be quite daunting 
to novices in the policy-making and political realm. Often, however, the most 
important community norm-shifting work is done at the local level. “Local policies 
can be tailored to individual community needs, raise awareness and support, and act 
as a laboratory for broader policy changes” (Davis et al., 2006, p.13). An inclusive 
faith community, committed to social justice, recognizes that despite whatever limi- 
tations individual impairment may present, it is the broader social forces that must 
be challenged and changed if people with disabilities are to ever fully realize their 
potential as human beings and as valued members of their communities. 


Example of Level 6 Strategies 

e Support the Policy Agenda of Disability Advocacy Organizations. Form a policy 
action/social action committee made up of a broad representation of faith mem- 
bers. Create a subcommittee to focus on disability-related issues. Identify local 
and state disability coalitions, councils, and advocacy organizations. Meet with 
disability advocates and leaders to learn about priority public policy issues, iden- 
tify policy issues for the faith community to actively support, identify tangible 
ways to join existing policy advocacy efforts, and take collective action. Note: a 
similar strategy can be used to collaborate with interpersonal violence and other 
social justice-oriented networks and coalitions. 

e Policy Advocacy at the Governing Organization Level. This influencing policy 
strategy goes beyond influencing policy within the faith community (e.g., church, 
synagogue, or mosque). Rather, it focuses on influencing faith tradition policy at 
the governing organization level. Such policy advocacy work aims to challenge 
and change institutional-level teachings, policies, and practices that contribute to 
the devaluation and exclusion of people with disabilities and promote or at least 
permit violence in all of its many forms and aims to identify institutional-level 
teachings, policies, and practices that promote healthy, respectful relationships 
and create safe, inclusive communities for all. 


4 Partnering with People with Disabilities to Prevent Interpersonal Violence... 63 
Closing 


The call to action to engage as agents of change to prevent interpersonal violence, 
in partnership with people with disabilities, requires work within and external to the 
faith community — work that is best done from the social model of disability and 
framed in the Spectrum of Prevention. Wherever a faith community is along the 
journey toward valuing the diversity that people with disabilities bring to the orga- 
nization AND toward creating a safe and inclusive community for ALL, visionary 
leadership is essential. Critical organizational examination of explicit and implicit 
policies, practices, and perspectives is a good place to start. Above and beyond all 
else, this work MUST be done in partnership with people — many, many people — 
with disabilities in order to uphold the core principle of the disability right’s move- 
ment: Nothing about us, without us. 
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Chapter 5 

Empowering Women with Intellectual 

and Developmental Disabilities to Resist Abuse 
in Interpersonal Relationships: Promising 
Interventions and Practices 


Ishita Khemka and Linda Hickson 


Women with intellectual and developmental disabilities (IDD) experience height- 
ened rates of domestic violence and all forms of abuse in their interpersonal rela- 
tionships (e.g., Barger, Wacker, Macy, & Parish, 2009; Ward, Bosek, & Trimble, 
2010). After reviewing studies conducted between 2000 and 2010, Hughes, Lund, 
Gabrielli, Powers, and Curry (2011) reported that up to 90% of women with IDD 
experience some form of abuse during their lifetime. Almost all of the abuse is per- 
petrated by someone who is known to the victim, including intimate partners, fam- 
ily members, and paid caregivers (e.g., Stevens, 2012). In the present chapter, the 
terms abuse and maltreatment are used interchangeably to refer to the full range of 
intentional harm experienced by individuals with IDD. This encompasses the vari- 
ous terms appearing in the literature to describe sexual abuse, physical abuse, and 
verbal/emotional abuse. 

In a study designed to explore possible sources of this heightened vulnerability, 
Hickson, Khemka, Golden, and Chatzistyli (2013) asked two groups of service 
providers to identify the main factors from a comprehensive list that they thought 
made individuals with IDD vulnerable to abuse. Both IDD support professionals 
and domestic violence/sexual assault (DV/SA) professionals agreed that limited 
ability to comprehend risky situations and limited training and skill building for 
abuse prevention were the most important factors contributing to the vulnerability 
of people with IDD to abuse. Additional factors identified differed for the two 
groups. The IDD professionals focused on the limited personal agency of individu- 
als with IDD (e.g., limited self-empowerment skills and learned helplessness), 
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whereas the DV/SA professionals focused on environmental/cultural factors 
(e.g., limited community awareness about issues of abuse in this population and 
failure of the helping systems to provide adequate services and support). The dis- 
parate responses of these two groups support the need to consider the influence of 
worldviews and perspectives on how risk factors for abuse are understood and 
addressed. For example, the IDD support professionals in the Hickson et al. (2013) 
study would most likely prioritize abuse prevention strategies aimed at strengthen- 
ing the individual capabilities of people with IDD, whereas the DV/SA profession- 
als would most likely include strategies that address shortcomings of the service 
system or the society. 

Even within the IDD field, worldviews can vary widely, often in ways that have 
conflicting implications for how best to prevent abuse. A long-standing traditional 
view of disability services maintains that the emphasis should be placed on provid- 
ing humane care and protection from abuse. However, an obvious risk inherent in 
this approach is that it can foster dependency on caregivers, who may themselves be 
perpetrators of abuse. According to another worldview, currently the dominant one, 
services for adults with IDD should be designed to maximize opportunities for 
choice and self-determination. Fyson and Kitson (2007), however, have pointed out 
that this view could actually increase the vulnerability to abuse of individuals with 
IDD if it results in increased autonomy without regard to the possible need for 
safeguards. 

In an effort to resolve some of these issues, Lotan and Ells (2010) have proposed 
“respect for persons” as a possible alternative worldview to guide disability ser- 
vices. They believe that this broader principle can encompass the values of self- 
determination, autonomy, empowerment, and participatory decision-making but 
with a greater capacity to accept and value individual differences. 

Robinson and Chenoweth (2011) have noted that most service systems deal with 
abuse and neglect by responding to individual incidents of abuse, but rarely do these 
systems attempt to change the environments that allow abusive cultures to establish 
themselves. They assert that an adequate guiding philosophy must incorporate a 
“culture of prevention.” 

Although specific worldviews and guiding philosophies can illuminate key 
aspects of abuse treatment and prevention, they do not necessarily point directly to 
effective intervention approaches. There remains a need for an approach that 
integrates critical guiding philosophies with research-based intervention strategies. 
The remainder of this chapter addresses this need, reviewing the prevalence of 
abuse, its sequelae, and the availability of treatments for survivors. The chapter 
concludes with a focus on abuse prevention, elaborating upon a previously devel- 
oped framework for the prevention of maltreatment (Hickson & Khemka, 2016), to 
set forth a comprehensive plan for reducing the vulnerability of individuals with 
IDD to domestic violence and abuse. 
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Prevalence and Sequelae of Abuse 


It is well-known that individuals with IDD are at heightened risk for abuse and that 
the impact of abuse on their lives can be devastating. An understanding of the pat- 
terns of abuse is necessary as a basis for the development of effective treatment 
approaches and service models to assist survivors. 


Prevalence of Abuse 


It is now well established that overall rates of abuse for people with disabilities 
exceed those for people without disabilities (e.g., Horner-Johnson & Drum, 2006). 
This includes sexual assault, physical assault, and verbal/emotional abuse, as well 
as intimate partner violence (IPV), also referred to as domestic violence (DV) 
(Baladerian, 2009). Although these terms usually refer to violence between intimate 
partners or family members who live together, Baladerian points out the need to 
expand the definitions for persons with disabilities to include caregivers who, 
though they may not live with the person with disabilities, have access to that per- 
son’s body, finances, and other personal information. Individuals with disabilities 
are also at risk for disability-specific abuse consisting of withholding assistive 
devices or medications, theft of valuables, or sexual touching (Hassouneh-Phillips 
& Curry, 2002). In a review and meta-analysis study, Hughes et al. (2012) examined 
reports of IPV during the past year and confirmed that adults with disabilities are at 
increased risk compared with adults without disabilities. Further, they reported that 
two large studies not included in their meta-analysis provided evidence that indi- 
viduals with intellectual impairments experienced higher rates of violence than 
individuals with other disabilities. 

Although both men and women with disabilities are at heightened risk of abuse, 
evidence from numerous studies indicates that rates of abuse are consistently higher 
for women than for men with disabilities. Based on a large survey study, Hewitt 
(2014) reported that women were significantly more likely than men to have expe- 
rienced abuse in their lifetime. Mitra and Mouradian (2014) reported that men with 
disabilities were more likely to report lifetime IPV that men without disabilities, but 
women with disabilities were more likely to report lifetime IPV than both men with 
disabilities and men and women in the general population. Furthermore, there are 
forms of abuse that are specific to women with disabilities because women are often 
financially or physically dependent on a husband or live-in boyfriend. Leaving the 
abuser may seem to be impossible because it would mean the loss of essential 
support (Walter-Brice, Cox, Priest, & Thompson, 2012). 

Recently, researchers have called attention to the importance of recognizing the 
heterogeneity of women with disabilities who are survivors of IPV, noting that they 
are often women of color who may be living in poverty (Lightfoot & Williams, 
2009). In a retrospective study to identify demographic characteristics of women 
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who had experienced IPV and had sought assistance, Ballan et al. (2014) reported 
finding a very heterogeneous sample. The majority were women of color and many 
had been born outside the United States. Male, intimate partners were the most 
common perpetrators of the abuse. Many of the women were married with children. 
Most of the women were unemployed. The majority of the women were diagnosed 
with a psychiatric disability in addition to their physical and/or cognitive disability. 
Although husbands and live-in partners have been reported to be the most frequent 
perpetrators of IPV, family members, health-care providers, and personal assistance 
service (PAS) providers are also potential abusers who may be providing essential 
services (e.g., Plummer & Findley, 2012; Powers et al., 2002). The heterogeneity 
reported by Ballan et al. (2014) has profound implications for the scope and types 
of assistance that would be needed to successfully address the issues faced by these 
women. Increasing interest in theories of intersectionality in psychology (Rosenthal, 
2016) holds promise for the fruitful exploration of how two or more oppressed iden- 
tities (e.g., having a disability/being a woman/being a person of color) can result in 
unique forms of psychological distress requiring unique solutions. 


Sequelae of Abuse 


The sequelae of abuse, especially sexual abuse, in individuals with disabilities have 
been reported to include emotional distress, depression, anxiety, low self-esteem, 
dissociative states, emotional withdrawal, anger, aggressive behavior, inappropriate 
sexual behavior, and psychiatric and behavioral disorders as well as sexual dysfunc- 
tion (Barber, Jenkins, & Jones, 2000; Cooke, 2003; Mansell, Sobsey, & Calder, 
1992; Mansell, Sobsey, Wilgosh, & Zawallich, 1997). Eastgate, van Driel, Lennox, 
and Scheermeyer (2011) conducted semi-structured interviews with nine women 
with IDD. Although having experienced abuse was not a criterion for participation 
in the study, all of the women reported having experienced unwanted sexual atten- 
tion and most told stories of abuse experiences, including repeated abuse from mul- 
tiple perpetrators. Some of the women reported not being believed when they 
attempted to report the abuse. Several described sequelae including fear of sex, 
inability to have intercourse, and avoidance of relationships. Walter-Brice et al. 
(2012) interviewed five women with IDD who had been physically and emotionally 
abused by their male partners. All five women reported that when they reported the 
abuse to either the police or to social services, the responses they received were 
either dismissive or inappropriate. As a result of what the women felt was “unfair/ 
unjust” treatment, the women said that they shifted back and forth between anger 
and frustration at the service providers or internalizing the inappropriate responses. 
In one of our own studies (Hickson, Khemka, Golden, & Chatzistyli, 2008), we 
found that women with IDD who had a history of abuse were more likely than 
women with no history of abuse to resort to passive/avoidant decision-making strat- 
egies in situations of abuse. Passive/avoidant strategies are considered to be less 
effective than more active decision-making strategies that involve some attempt to 
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stop or escape from the abuse. The serious sequelae of abuse and the high prevalence 
rates of abuse reported for women with disabilities support a clear need for not only 
emergency and crisis intervention services but also access to more sustained treat- 
ment to address the aftermath of abuse in the context of safety planning. 


Treatment to Ameliorate Sequelae of Abuse 


A number of treatment approaches have been proposed for abuse survivors with 
disabilities. Most of them were developed in clinical settings with little attention to 
ascertaining their effectiveness. The approaches include (1) a psychodynamic talk 
therapy approach for survivors of physical and sexual abuse (Sinason, 2002), (2) a 
solution-based therapy approach aimed at helping abuse survivors who have disso- 
ciated reintegrate the split-off part of themselves (Cooke, 2003), and (3) an educa- 
tional/therapeutic approach aimed at addressing trauma associated with IPV 
(Focht-New, Barol, Clements, & Milliken, 2008). A more in-depth description of a 
treatment approach is provided in a book by Razza and Tomasulo (2005), which 
includes detailed instructions on how to apply the interactive-behavioral therapy 
(IBT) model with abuse survivors with IDD. The success of IBT is supported with 
case examples. 

Although a few studies did focus on the formal evaluation of treatments for abuse 
survivors with IDD, they tended to be small pilot studies and none included a con- 
trol group. Allen and Borgen (1994) reported some positive effects of a multimodal 
group approach for a group of six women who were survivors of sexual abuse. After 
ten training sessions, the women were described as having acquired some protective 
information and experiencing emotional catharsis. In another study, Barber et al. 
(2000) applied a ten-session Rogerian client-centered group approach with six 
women. They reported that after participating in the intervention, the women had 
learned some rules of self-protection and were able to communicate their needs 
more confidently and effectively. Peckham and his colleagues (Peckham, Corbett, 
Howlett, McKee, & Pattison, 2007; Peckham, Howlett, & Corbett, 2007) tailored a 
group therapy approach to the needs of seven women who had survived abuse. 
Noted improvements included increased sexual knowledge and a reduced level of 
trauma and depression. However, no improvements were found on measures of 
self-esteem or anger. Based on her review of studies on IPV services and interven- 
tions for adults with disabilities, Lund (2011) warned that treatment of the aftermath 
of IPV has not yet been researched sufficiently and that more work in this area is 
needed. After reviewing intervention studies, that included studies aimed at mitigat- 
ing the consequences of abuse of people with disabilities, Mikton, Maguire, and 
Shakespeare (2014) concluded that methodological weaknesses of most of the 
studies resulted in a lack of clear guidance for service providers. Further, it is appar- 
ent that given the slow development and validation of effective treatment approaches, 
community availability of appropriate treatments and services continues to be 
extremely limited (e.g., Chang et al., 2003). 
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A Framework for the Prevention of Abuse 


As efforts continue to improve both the quality and availability of treatments and 
services for survivors of abuse with IDD, there is an urgent need to support a con- 
current initiative aimed at the prevention of abuse. In a recent chapter (Hickson & 
Khemka, 2016), we set forth a Framework for Prevention of Maltreatment of Adults 
with IDD (see Fig. 5.1). We believe that this framework encompasses the key com- 
ponents of a promising strategy for preventing the abuse of both men and women 
with IDD. In the present chapter, we revisit and elaborate upon this framework pay- 
ing special attention to its applicability for the reduction of risk and the prevention 
of all types of abuse in individuals with IDD. The three main components of the 
framework are (1) sources of individual vulnerability, (2) sources of sociocultural 
vulnerability, and (3) a comprehensive intervention plan for the prevention of 
maltreatment. 


Framework for Prevention of Maltreatment of Adults with IDD 
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Fig. 5.1 Framework for prevention of maltreatment of adults with IDD (From Hickson and 
Khemka (2016). Used with permission of the American Association on Intellectual and 
Developmental Disabilities) 
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Individual Sources of Vulnerability 


The framework highlights six individual sources of vulnerability that have been 
identified in the research literature. They include; (1) knowledge and awareness of 
abuse, (2) self-protective skills and decision-making strategies, (3) interpersonal and 
relationship skills, (4) empowerment and social self-efficacy, (5) goal awareness 
and priorities, and (6) emotion regulation and copying skills. 


Knowledge and Awareness of Abuse 


Because of their cognitive limitations, people with IDD may have difficulty recog- 
nizing abuse and assessing risk. Greenspan, Switzky, and Woods (2011) have pro- 
posed that a lack of awareness of the existence and seriousness of risks is a core 
feature of intellectual disability. Numerous cognitive components are involved in 
both giving consent and/or conveying refusal, including comprehension, memory, 
and reasoning, and language/communication. 


Self-Protective Skills and Decision-Making Strategies 


Among the many factors that can influence vulnerability to abuse, decision-making 
plays a pivotal role. It is apparent that the possibility of avoiding or escaping from 
most abusive situations involves making one or more decisions. However, individu- 
als with IDD have been found to have difficulty with many aspects of decision- 
making. In one of our early studies in this area (Hickson, Golden, Khemka, Urv, 
& Yamusah, 1998), we interviewed adults with and without IDD about what a pro- 
tagonist should do in a range of brief decision-making vignette situations. The situ- 
ations involved interpersonal conflict, physical harm, or sexual assault. The adults 
without IDD recommended effective, self-protective decisions 91% of the time, but 
the adults with IDD recommended effective, self-protective decisions only 50% of 
the time. In another study (Khemka & Hickson, 2000), in which adults with IDD 
were presented with video vignettes depicting abuse situations, they produced 
effective, self-protective decision responses only 45% of the time. 


Interpersonal and Relationship Skills 


People with IDD often have limited friendships and intimate relationships, which 
can result in loneliness and isolation (Ward et al., 2010; Ward, Atkinson, Smith, & 
Windsor, 2013). A longing for friendships and intimate relationships can lead them 
to be less cautious and easily lured (e.g., Hickson et al., 2013). Difficulty interpreting 
social cues and reading the intentions of others can also place them at risk. 
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Empowerment and Social Self-Efficacy 


In order to take self-protective action, a feeling of empowerment or self-efficacy is 
necessary. However, it has been reported that people with IDD often experience 
feelings of “learned helplessness,” making it less likely that they will attempt to act 
(e.g., Jenkinson, 1999). Dependency on caregivers for physical or economic support 
can also undermine feelings of empowerment and ability to act on one’s own behalf 
(Stevens, 2012). 


Goal Awareness and Priorities 


The awareness of and ability to act upon safety goals is a key component of decision- 
making to avoid or escape from abuse. People with IDD often lack a clear under- 
standing of how to articulate safety goals and how to prioritize them in abuse 
situations relative to competing goals. 


Emotion Regulation and Coping Skills 


Although abuse is never the fault of the victim, there are conditions in the interac- 
tions between the abuser and the victim that may increase vulnerability and serve to 
maintain the abuse. Dysregulation of anger is one of the sequelae of abuse and 
has been identified as playing a role in victimization as well as abuser behavior 
(e.g., Allen & Borgen, 1994). 


Sociocultural Sources of Vulnerability 


The framework considers four sources of sociocultural vulnerability: (1) peer and 
social networks, (2) family/caregiver relationships, (3) service systems, and (4) 
community and society. 


Peer and Social Networks 


It has been reported that isolation and limited choices of intimate partners and 
friends can encourage people with IDD to remain in unhealthy and abusive relation- 
ships (Eastgate, Scheermeyer, van Driel, & Lennox, 2012). In contrast, healthy rela- 
tionships and friendships can have a positive impact on abuse prevention (Hughes 
et al., 2010; Ward et al., 2013). 
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Family/Caregiver Relationships 


Understanding abuse in the context of the dynamics of a person’s relationship 
with their family and caregivers is essential. Because most abuse is perpetrated by 
individuals who are well-known and trusted, people with IDD are faced with 
complicated choices between their need to be safe and free and their need for care 
and/or fear of loss. 


Service Systems 


Although a variety of services are available to people with IDD, many gaps and 
limitations leave individuals with IDD vulnerable to abuse. Many service systems 
lack a “culture of prevention” (Robinson & Chenoweth, 2011), often harboring 
caregivers who are themselves perpetrators of abuse or staff members with limited 
training in abuse prevention or limited knowledge of individuals with IDD, who 
may have complex needs or challenging behavior. Different service systems (IDD 
services, DV/SA services, criminal justice providers, health-care workers) may 
operate under conflicting philosophical orientations or policies, and they may lack 
effective ways to collaborate to provide comprehensive services. 


Community and Society 


Low societal expectations, negative attitudes, indifference, and prejudice toward 
people with disabilities have been associated with high rates of abuse (Nettelbeck & 
Wilson, 2001). A culture of dependency and a lack of self-determination for people 
with IDD have led to low levels of community support for their personal rights and 
safety. Internet-based social media have posed new opportunities for people with 
IDD but also new risks and challenges. 


An Intervention Plan for the Prevention of Abuse 


Although the abuse prevention framework is not intended to be definitive or pre- 
scriptive, it is offered to stimulate clearer communication and more effective col- 
laboration across different service providers and stakeholders. The five components 
of the proposed abuse prevention intervention plan include: (1) strengthening indi- 
vidual competencies through direct training, (2) fostering friendship networks and 
circles of support, (3) providing training and support for family and caregivers, (4) 
increasing services and collaboration across systems, and (5) promoting societal 
attitudes that support self-determination. 
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Strengthening Individual Competencies Through Direct Training 


Direct training of people with IDD is intended to teach an awareness of abuse as 
well as provide tools for self-protection. There is a growing body of research on the 
effectiveness of various intervention approaches designed to strengthen individual 
competencies in individuals with IDD. A series of studies applying the behavioral 
skills approach have typically utilized in situ training to teach participants to resist 
the approach of a stranger (e.g., Egemo-Helm et al., 2007; Fisher, Burke, & Griffin, 
2013). These studies have reported considerable success at teaching specific refusal 
skills to rebuff abduction attempts, but their applicability in situations with known 
individuals is limited. Success has also been reported for a variety of eclectic 
approaches involving direct training. Examples include a single-session interven- 
tion to teach abuse awareness in rural areas where multi-session programs are 
impractical (Lund & Hammond, 2014), a safety awareness program for women with 
disabilities (Robinson-Whelen et al., 2014), and self-defense training for women 
with disabilities (Ballan & Freyer, 2012). 

In our own abuse prevention curriculum development initiatives, we have focused 
on providing women and men with IDD with a repertoire of decision-making skills 
and strategies for handling a wide range of abusive and healthy situations. A key part 
of the training is establishing goal priorities that emphasize safety. Our initial efforts 
were designed to address the heightened vulnerability of women with IDD (Khemka, 
2000; Khemka, Hickson, & Reynolds, 2005). In Khemka’s study, she found that a 
cognitive/motivational intervention was highly effective at improving interpersonal 
decision-making and locus of control skills, relative to a purely cognitive interven- 
tion or a control condition, for women with IDD. Based on Khemka’s (2000) study, 
the initial version of the ESCAPE curriculum was developed and evaluated. Women 
with IDD who completed the ESCAPE curriculum performed significantly better on 
posttests of self-protective decision-making, knowledge of abuse concepts, and 
empowerment than women assigned to a control group (Khemka et al., 2005). 
Subsequent versions of the curriculum have been expanded to extend their applica- 
bility to men as well as women. ESCAPE-DD was evaluated in a study with 58 
women and men with IDD (Hickson, Khemka, Golden, & Chatzistyli, 2015). Self- 
protective decision-making performance was superior for participants in the inter- 
vention group (84% effective) than for participants in a wait list control group (63% 
effective). The most recently updated version of the curriculum, entitled ESCAPE- 
NOW (Khemka & Hickson, 2015), may be accessed at the following Internet site: 


www.escapenow.wikischolars.columbia.edu 


ESCAPE-NOW consists of 12 instructional lessons and 6 support group sessions 
within 3 units: Unit I, knowledge of abuse and self-empowerment; Unit II, decision- 
making strategy training; and Unit III, support group sessions. Detailed instructor 
scripts and interactive activities using visuals are provided for each lesson. ESCAPE- 
NOW is designed for small group instruction. Unit I is designed to teach the distinc- 
tion between healthy and abusive relationships and the basic concepts and vocabulary 
needed to recognize and report abuse. The curriculum lessons feature a wide range 
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of sexual, physical, and verbal abuse situations in various contexts (e.g., financial, 
Internet and technology, disability-specific). Increasing self-empowerment and pri- 
oritizing two personal safety goals, be safe now and stay safe later, are also empha- 
sized in Unit I. The focus of Unit II is upon teaching the application of a four-step 
cognitive/motivational decision-making strategy to simulated situations of abuse: 
(1) Problem? (2) Choices? (3) Consequences? (4) Decision? Unit III consists of sup- 
port group sessions where participants are given the opportunity to apply the deci- 
sion-making strategy to situations in their own lives. While Units I and II are designed 
to be taught by a trained instructor, Unit II is intended to be co-facilitated by a 
psychologist or social worker with a specialized background in abuse or IPV. 

Although a formal evaluation of the impact of ESCAPE-NOW has not yet been 
undertaken, preliminary informal assessment clearly suggests benefits of the cur- 
riculum. A small group (n = 19) of transition-age adolescents (ages 18-21 years) 
with moderate to severe IDD from a self-contained special education school in 
New York City recently participated in a College Immersion program where they 
received ESCAPE-NOW sessions as part of their social skills class. Toward the end 
of the curriculum training period, with 9 out of the 12 ESCAPE-NOW instructional 
lessons completed, the participants were administered an Exit Interview question- 
naire, to document their experience and measure skills learned as a result of receiv- 
ing the ESCAPE-NOW lessons. Participant responses suggest that they learned the 
core decision-making skills imbedded in the lessons and were able to follow steps 
needed to make a decision, including thinking about the problem, evaluating choices 
and potential consequences aligned with safety goals, and finally coming to a deci- 
sion. Specifically, thinking about the choices an individual can make and how those 
choices could affect her personally, one participant stated “when you have a prob- 
lem, think if it is serious or not,” and thinking further about whether the choices lead 
to a decision to be safe now and later. Another participant mentioned that when 
making a decision in a situation of abuse, she would think about what is important 
for me, the dangers, consequences, and how will it affect others, emphasizing evalu- 
ating goal priorities, an essential evaluative component of the four-step decision- 
making strategy. Another participant stated that the curriculum helped her understand 
how to “stop abuse by a boyfriend, at work, at school, and even around the city,” 
demonstrating her awareness that abuse can occur in a variety of situations. Although 
the goal of the curriculum is to improve the ability of individuals with IDD to stay 
safe and make independent, prevention-focused decisions (e.g., verbally speak up 
right away, sign off the Internet/walk away, stop being friends with the perpetrator) 
when countering abuse, the focus is also on building a repertoire of healthy behav- 
iors and interactions as a way to resist abuse. After their participation in the curricu- 
lum, participants stated that they preferred to have a relationship with someone they 
can trust. They were able to identify feelings associated with healthy and abusive 
relationships, as well as state how to cope with negative emotions and manage stress 
(e.g., “have a voice and speak up” or “ask for help”). These findings reflect the 
emergence of effective cognitive, emotional, and motivational thought processes 
that the curriculum purports to improve, to build individual capacity for prevention 
of abuse and enhanced empowerment for full inclusion. 
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Recently, we have begun to explore the possibility of intervening with adoles- 
cents with IDD to build healthy peer relationships before abuse patterns have 
become well established. In an effort to prepare adolescents to seek healthy rela- 
tionships and avoid victimization, we developed a decision-making curriculum, 
called PEER-DM, for both female and male adolescents. The curriculum provides 
the adolescents with a decision-making strategy for handling negative peer pressure 
involving bullying and/or coercion. Results of an evaluation study indicated that 
adolescents who participated in PEER-DM produced more correct risk-perception 
responses and more effective decision-making responses than adolescents in a wait 
list control group (Khemka, Hickson, & Mallory, 2016). 


Fostering Friendship Networks and Circles of Support 


Both ESCAPE-NOW and PEER-DM emphasize the importance of seeking positive 
relationships and avoiding coercive or abusive ones. In PEER-DM, adolescents are 
taught to distinguish between positive, healthy relationships and negative peer pres- 
sure. They are encouraged to develop positive relationships and to resist negative 
peer pressure. In ESCAPE-NOW, vignettes depicting various types of abuse situa- 
tions are interspersed with vignettes depicting healthy situations. Participants learn 
to distinguish abuse situations, which require application of a four-step decision- 
making strategy from healthy situations where the strategy is not needed. Both cur- 
ricula are designed to ensure that self-protection training is provided in the context 
of building positive interpersonal relationship skills. Expanding friendship networks 
and informal support in the community through circles of person-centered support 
can reduce social isolation and feelings of loneliness. It can also perform a protec- 
tive function by increasing the social validity of the person with IDD. 

A program that directly targets the social skills needed to develop healthy rela- 
tionships and friendships is the Friendships and Dating program (Ward & Atkinson, 
2013; Ward et al., 2013). The program builds upon the protective nature of such 
relationships to prevent violence and abuse in dating relationships. 

The sexual self-advocacy approach has been proposed as a way to support people 
with IDD in defining their sexuality in relation to their identities as self-advocates. 
Participants described the approach as helping them respect themselves and others, 
speak up and make choices, and have their rights respected, and engage in healthy, 
interdependent relationships (Friedman, Arnold, Owen, & Sandman, 2014; Owen, 
Arnold, Friedman, & Sandman, 2016). 


Providing Training and Support for Family and Caregivers 


If individuals with IDD are receiving training to increase their awareness of abuse 
and provide them with tools to protect themselves against abuse, it is essential that 
their family members and caregivers are informed about and, ideally, provided with 
parallel training. Otherwise, they may inadvertently pose barriers when the 
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individuals with IDD attempt to apply their newly acquired knowledge and skills in 
their home environments. There is a need to develop a training package designed 
specifically for family members and caregivers to inform them about the types of 
supports that they can provide for individuals with IDD who have received abuse 
prevention training and who are seeking to implement their new self-protection 
tools in the real world. It is also essential that family members and caregivers also 
understand patterns of risk and vulnerability, including the elevated risks for women 
with disabilities, so that they can be instrumental in reducing the likelihood of abuse 
and fostering a “culture of prevention” in their setting. Religious communities may 
offer an ideal setting in which to implement these ideas. Training could be provided 
for clergy, lay leaders, and other interested persons so that they can offer a safe set- 
ting imbued with a culture of prevention for the families of people with disabilities 
as well as for the people with disabilities themselves. 

A sexual abuse prevention training program for developmental disability service 
providers was developed and evaluated by Bowman, Scotti, and Morris (2010). 
They targeted this group because they represented a large group of potential perpe- 
trators of abuse. They reported relatively small gains in knowledge and attitudes 
about abuse and sexuality. 


Increasing Services and Collaboration Across Systems 


As pointed out by the DV/SA service providers in the Hickson et al. (2013) study, a 
key factor contributing to the vulnerability of people with IDD is the failure of help- 
ing systems to provide adequate services and support. A reason that is often given 
for this situation is that providers of generic DV/SA services often have little back- 
ground or experience working with people with IDD and providers of IDD services 
often lack background and expertise in abuse issues. Similar gaps exist among other 
providers of essential services. Service providers should be aware of available 
resources in their communities. Religious communities with an awareness of abuse 
prevention issues pertaining to people with disabilities could serve an invaluable 
function as a source of information about community resources and support for peo- 
ple with disabilities and their families. In a recent study, Carter, Boehm, Annandale, 
and Taylor (2016) asked 433 parents or caregivers of people with disabilities to rate 
the helpfulness of 14 supports that might be provided by a religious community. The 
four supports that were viewed by the respondents as most helpful were (1) parent 
support groups, (2) disability awareness efforts, (3) a resource center for families 
with disabilities, and (4) access to a family advocate. Projects to improve and develop 
appropriate resources may be needed (Hassounah-Phillips & Curry, 2002). 
Partnerships consisting of cooperative and collaborative relationships between com- 
munity service organizations should include IDD service providers, DV/SA service 
providers, legal systems, health-care providers, and the criminal justice systems. 

The five women who were survivors of abuse and interviewed by Walter-Brice 
et al. (2012) reported a positive response to services when they were “listened to and 
believed.” They also had a positive response to talking with an experienced coun- 
selor and participating in a support group with other survivors. 
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Promoting Positive Societal Attitudes that Support Self-Determination 


It is important to foster a culture of inclusion with regard to people with disabilities 
to lessen their isolation and vulnerability to abuse (see chapter in this volume by 
Carter on fostering inclusion in religious communities). In addition, attitudes that 
support self-determination and self-advocacy can reduce feelings of learned help- 
lessness and project a strength-based model of disability. Self-determination, 
viewed both as a right and as a personal characteristic, indicates that a person is the 
causal agent in her/his own life (Wehmeyer & Palmer, 2003). Recently, the self- 
advocacy movement has been extended into the area of sexual self-advocacy which 
has opened up new avenues for individuals with IDD to speak up for themselves and 
respect themselves and make sure that their rights are respected. This provides a 
basis for seeking healthy relationships and interdependence (Friedman et al., 2014). 


Conclusion 


The distinctive patterns of abuse for individuals with IDD show high rates of sexual 
violence, along with elevated physical and verbal abuse and other forms of exploita- 
tion such as cyberbullying, neglect, financial exploitation, and disability-specific 
(e.g., restraining, social isolation), with the majority of the abuse perpetrated by 
known individuals, including family members and caregivers (see Foster & Sandel, 
2010; Hughes et al., 2012; Stevens, 2012). These patterns of abuse result in formi- 
dable emotional and psychological consequences and stress experiences for indi- 
viduals with IDD and their families (see Horton & Wallander, 2001; Roswell, Clare 
& Murphy, 2013), posing unique challenges for abuse assessment, prevention, and 
interventions to assist survivors with IDD compared to the general population. 
Therefore, efforts for the protection and empowerment of individuals with IDD 
must derive from the overall resolve of all individuals in society, particularly fami- 
lies, caregivers, and service providers, to value and sustain a culture of prevention 
and a broad view of respect for all persons and their right to self-determination and 
autonomy (e.g., Lotan & Ells, 2010; Robinson & Chenoweth, 2011). Although this 
chapter focuses on promoting prevention and intervention practices for abuse reduc- 
tion in adult women with IDD, we acknowledge that adopting a life span perspec- 
tive in prevention approaches and providing effective training and protection 
supports during the early developmental years are equally paramount. The rate of 
sexual abuse in children with IDD, in comparison with their typically developing 
peers, is exceedingly high (see Lund, 2011; Mahoney and Poling, 2011). Bowman 
et al. (2010) and Lund (2011) have also drawn attention to the alarmingly high risk 
of abuse for adolescent girls with IDD, indicating that an estimated 38-69% of girls 
are sexually exploited before age 18 years. Such prevalence of abuse is disquieting 
given that the experience of childhood trauma most often contributes to long-lasting 
and complex consequences. Breaking through the systemic barriers and instilling a 
culture of safety and empowerment must, therefore, happen early on in the lives of 
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individuals with IDD in conjunction with a concerted effort to bridge any gaps in 
service coordination and legal/protective systems across the childhood and adult 
years. Further, as elaborated throughout the chapter, a transformative change result- 
ing in greater empowerment and full inclusion of people with IDD in their families, 
religious communities, and the community at large calls for a strategic and effective 
integration of best practices and supports by service providers within and across the 
IDD and DV sectors (Hickson et al., 2013). An informed paradigm shift in the deliv- 
ery of protections and supports based on improved communication and clearer 
alignment of goals between the IDD and DV systems will greatly improve the 
assessment and provision of risk reduction and prevention practices for this popula- 
tion, increasing the possibility of long-lasting and broad-based changes. Further, the 
disability service and public health systems need to evolve in timely fashion to 
provide accessible resources (e.g., shelters, health protections) and protections (e.g., 
accessing the justice system, guardianship options) to women with IDD, gathering 
collateral information from multiple domains for an informed and full understand- 
ing of the needs and required services. In the same way, researchers are calling on 
societies and religious organizations to reflect on the difficulties of accessibility for 
individuals with disabilities seeking religious or spiritual engagements and to pro- 
mote more inclusive attitudes and support resources to facilitate successful partici- 
pation in their communities of faith (see Griffin, Kane, Taylor, Francis, & Hodapp, 
2012; Hobbs, Bonham, & Fogo, 2016). The importance of understanding the place 
of religion and faith traditions in addressing domestic violence and its impact on 
people’s psychological and spiritual well-being has been strongly emphasized, 
especially in the context of promoting culturally competent responses to domestic 
violence in our communities that tend to be fairly diverse on their religious and 
secular beliefs (see Fortune, Abusideieri, & Dratch, 2010). In our view, expanding 
such discussions to include specific needs and issues of individuals with disabilities, 
and those in their families, is a critical element to the efforts to develop effective 
mechanisms, supports, and networks for individuals with IDD coping with violence 
and social exclusion and choosing to seek certain community, cultural, or spiritual 
resources. 

The synthesis of research and intervention analysis along with a framework for 
the study of maltreatment and abuse prevention education for individuals with IDD 
presented in this chapter clearly highlights the intersection of a multitude of indi- 
vidual, community, and societal level factors that determine the systemic views and 
patterns of violence for this group of individuals. A more nuanced understanding of 
the challenges faced by individuals with IDD when confronted with abuse requires 
careful attention to their cognitive and social limitations (e.g., difficulty with com- 
munication, limited comprehension and sexual knowledge, avoidant decision- 
making skills, low self-esteem, restricted mobility, susceptibility to stress and 
psychological problems) and prevailing system limitations (e.g., social prejudice, 
financial dependence, need for self-care, inadequate law enforcement). Wilczynski, 
Connolly, Dubard, Henderson, and McIntosh (2015) affirm that “full participation 
in traditional prevention or treatment programs may not be feasible without modifi- 
cation (p. 9).” Based on our past research findings, we concur that the use of 
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evidence-based interventions that provide systematic instruction and support in key 
deficit skill areas that place individuals with IDD at a higher risk of abuse should be 
an essential component of any planning and service provision for this group. With 
increased attention to standardizing abuse assessment (see Faccini & Saide, 2011) 
and developing empirically validated intervention methods (see Bowman et al., 
2010; Hickson et al., 2015) to address the widespread problem of abuse of individu- 
als with IDD, we are hopeful that access and utilization of crucial information and 
corresponding best practices and resources will be more readily available and dif- 
ferentiated to address the unique needs of this population by all service providers. 
However, research is still needed to assess the potential utility of interventions vali- 
dated for one disability group for their applicability to another disability group, 
given the wide range of heterogeneity observed in individuals with disabilities and 
the broad range of risks and strengths present. Also, more research is required to 
explore the complex interplay of culture, setting (e.g., urban vs. rural), and other 
social and environmental determinants for individuals with IDD in order to develop 
culturally specific and responsive interventions and supports customized for this 
population (Ballan et al., 2014). 

A few advances for future research and service provisions are worth considering. 
Although we have noted the extreme vulnerability to risk of women with IDD and 
have attempted to examine the abuse literature reviewed in this chapter through a 
gender lens focusing on issues of women separately wherever possible, we are 
aware of the paucity of research examining the full impact of abuse on women sur- 
vivors of abuse with IDD. The intersection of poverty, race, marital/child care 
attachments, etc., for women often results in undue psychological distress as a result 
of abuse, often times under conditions of preexisting psychological/psychiatric dis- 
orders (see Ballan et al., 2014; Granqvist, Forsland, Fransson, Springer, & Lindberg, 
2014). Consequently, another future direction of research for the prevention of 
abuse among individuals with IDD would be to focus on the clinical aspects and 
genetics of mental illness or psychiatric disorders (e.g., anxiety disorders, affective 
disorders, psychotic disorders) that are prevalent among individuals with IDD (see 
Harris, 2006; Kerker, Owens, Zigler, & Horwitz, 2004). Growing understanding of 
the comorbidity of IDD with psychiatric disorders has led researchers to examine 
the prevalence of violence in this group both from the standpoints of victimization 
and offending behaviors. Craig, Lindsay, and Browne (2010) and Marotta (2017) 
provide useful overviews of the characteristics of and treatment approaches for 
sexual offenders with IDD. 

We conclude by acknowledging that despite continuing challenges and short- 
comings, favorable progress has been made in articulating the rights and freedoms 
of individuals with IDD for increased self-determination and reduced exploitation 
and social isolation. In exploring future services and evidence-based intervention 
methods and supports, a strength-based approach to viewing disability and promot- 
ing healthy relationships and interdependence among members of the society is a 
critical element in shaping a widespread culture and practice of prevention for the 
increased safety and protection of all individuals with IDD. 


5 Empowering Women with Intellectual and Developmental Disabilities to Resist... 83 


References 


Allen, B., & Borgen, K. (1994). Multimodal therapy for survivors of sexual abuse with develop- 
mental disabilities: An evaluation of treatment effectiveness. Sexuality and Disability, 12(3), 
201-206. 

Baladerian, N. J. (2009). Domestic violence and individuals with disabilities: Reflections on 
research and practice. Journal of Aggression, Maltreatment & Trauma, 18, 153-161. 

Ballan, M. S., & Freyer, M. B. (2012). Self-defense among women with disabilities: An unex- 
plored domain in domestic violence cases. Violence Against Women, 18(9), 1083. 

Ballan, M. S., Freyer, M. B., Marti, C. N., Perkel, J., Webb, K. A., & Romanelli, M. (2014). 
Looking beyond prevalence: A demographic profile of survivors of intimate partner violence 
with disabilities. Journal of Interpersonal Violence, 29(17), 3167-3179. 

Barber, M., Jenkins, R., & Jones, C. (2000). A survivor’s group for women who have learning dis- 
ability. British Journal of Developmental Disabilities, 46, 31-41. 

Barger, E., Wacker, J., Macy, R., & Parish, S. (2009). Sexual assault prevention for women with 
intellectual disabilities: A critical review of the evidence. Intellectual and Developmental 
Disabilities, 47(4), 249-262. 

Bowman, R. A., Scotti, J. R., & Morris, T. L. (2010). Sexual abuse prevention: A training pro- 
gram for developmental disabilities service providers. Journal of Child Sexual Abuse, 19(2), 
119-127. 

Carter, E. W., Boehm, T. L., Annandale, N. H., & Taylor, C. E. (2016). Supporting congregational 
inclusion for children and youth with disabilities and their families. Exceptional Children, 
82(3), 372-389. 

Chang, J. C., Martin, S. L., Moracco, K. E., Dulli, L., Scandlin, D., Loucks-Sorrel, M. B., ... Bou- 
Saada, I. (2003). Helping women with disabilities and domestic violence: Strategies, limita- 
tions, and challenges of domestic violence programs and services. Journal of Women’s Health, 
12(7), 699. 

Cooke, L. B. (2003). Treating the sequelae of abuse in women with learning disabilities. British 
Journal of Developmental Disabilities, 49, 23-28. 

Craig, L. A., Lindsay, W. R., & Browne, K. D. (Eds.). (2010). Assessment and treatment of sexual 
offenders with intellectual disabilities: A handbook. London, UK: Wiley-Blackwell. 

Eastgate, G., Scheermeyer, E., van Driel, M. L., & Lennox, N. (2012). Intellectual disability, sexu- 
ality and sexual abuse prevention. Australian Family Physician, 41(3), 135-139. 

Eastgate, G., van Driel, M. L., Lennox, N., & Scheermeyer, E. (2011). Women with intellec- 
tual disabilities: A study of sexuality, sexual abuse and protection skills. Australian Family 
Physician, 40(4), 226-230. 

Egemo-Helm, K. R., Miltenberger, R. G., Knudson, P., Finstrom, N., Jostad, C., & Johnson, B. 
(2007). An evaluation of in situ training to teach sexual abuse prevention skills to women with 
mental retardation. Behavioral Interventions, 22, 99-119. 

Faccini, L., & Saide, M. A. (2011). Psychologists’ experience with interviewing and analyzing 
abuse allegations of adults with intellectual disabilities. Sexuality and Disability, 29(3), 291- 
296. doi:10.1007/s11195-011-9206-8. 

Fisher, M. H., Burke, M. M., & Griffin, M. M. (2013). Teaching young adults with disabilities to 
respond appropriately to lures from strangers. Journal of Applied Behavior Analysis, 46(2), 
528-533. 

Focht-New, G., Barol, B., Clements, P. T., & Milliken, T. F. (2008). Persons with developmen- 
tal disability exposed to interpersonal violence and crime: Approaches for intervention. 
Perspectives in Psychiatric Care, 44(2), 89-98. 

Fortune, M. M., Abusideiri, A. E., & Dratch, R. M. (2010). A commentary on religion and domes- 
tic violence. In L. L. Lockhart & F. S. Danis (Eds.), Domestic violence: Intersectionality and 
culturally competent practice (pp. 318-342). New York, NY: Columbia University Press. 

Foster, K., & Sandel, M. (2010). Abuse of women with disabilities: Toward and empowerment 
perspective. Sexuality and Disability, 28, 177-186. 


84 I. Khemka and L. Hickson 


Friedman, C., Arnold, C. K., Owen, A. L., & Sandman, L. (2014). “Remember our voices are our 
tools:” Sexual self-advocacy as defined by people with intellectual and developmental disabili- 
ties. Sexuality and Disability, 32(4), 515-532. 

Fyson, R., & Kitson, D. (2007). Independence or protection — Does it have to be a choice? 
Reflections on the abuse of people with learning disabilities in Cornwall. Critical Social Policy, 
27(3), 426-436. 

Granqvist, P., Forslund, T., Fransson, M., Springer, L., & Lindberg, L. (2014). Mothers with intel- 
lectual disability, their experiences of maltreatment, and their children’s attachment representa- 
tions: A small-group matched comparison study. Attachment & Human Development, 16(5), 
417—436. doi:10.1080/14616734.2014.926946. 

Greenspan, S., Switzky, H. N., & Woods, G. W. (2011). Intelligence involves risk-awareness and 
intellectual disability involves risk-unawareness: Implications of a theory of common sense. 
Journal of Intellectual and Developmental Disability, 36, 246-257. 

Griffin, M. M., Kane, L. W., Taylor, C., Francis, S. H., & Hodapp, R. M. (2012). Characteristics of 
inclusive faith communities: A preliminary survey of inclusive practices in the United States. 
Journal of Applied Research in Intellectual Disabilities, 25, 383-391. 

Harris, J. C. (2006). Intellectual disability: Understanding its development, causes, classification, 
evaluation, and treatment. New York, NY: Oxford University Press. 

Hassouneh-Phillips, D., & Curry, M. A. (2002). Abuse of women with disabilities: State of the 
science. Rehabilitation Counseling Bulletin, 45(2), 96-104. 

Hewitt, O. (2014). A survey of experiences of abuse. Tizard Learning Disability Review, 19(3), 
122-129. 

Hickson, L., Golden, H., Khemka, I., Urv, T., & Yamusah, S. (1998). A closer look at interpersonal 
decision making in adults with and without mental retardation. American Journal on Mental 
Retardation, 103, 209-224. 

Hickson, L., & Khemka, I. (2016). Prevention of maltreatment of adults with intellectual and 
developmental disabilities. In J. R. Lutzker, K. Guastaferro, & M. L. Benka-Coker (Eds.). 
Maltreatment of people with intellectual and developmental disabilities (pp. 233-261). 
Washington, DC: American Association on Intellectual and Developmental Disabilities. 

Hickson, L., Khemka, I., Golden, H., & Chatzistyli, A. (2008). Profiles of women with mental 
retardation with and without a documented history of abuse. American Journal on Mental 
Retardation, 113(2), 133-142. 

Hickson, L., Khemka, I., Golden, H., & Chatzistyli, A. (2013). Views and values of developmen- 
tal disabilities and domestic violence/sexual assault support professionals regarding the pre- 
vention and handling of situations of abuse. Journal of Policy and Practice in Intellectual 
Disabilities, 10(3), 207-214. 

Hickson, L., Khemka, I., Golden, H., & Chatzistyli, A. (2015). Randomized controlled trial to 
evaluate an abuse prevention curriculum for women and men with intellectual and develop- 
mental disabilities. American Journal on Intellectual and Developmental Disabilities, 120(6), 
490-503. 

Hobbs, R., Bonham, C. E., & Fogo, J. (2016). Individuals with disabilities: Critical factors that 
facilitate integration in Christian religious communities. Journal of Rehabilitation, 82(1), 36-46. 

Horner-Johnson, W., & Drum, C. E. (2006). Prevalence of maltreatment of people with intellectual 
disabilities: A review of recently published research. Mental Retardation and Developmental 
Disabilities Research Reviews, 12, 57-69. 

Horton, T. V., & Wallander, J. L. (2001). Hope and social support as resilience factors against 
psychological distress of mothers who care for children with chronic physical conditions. 
Rehabilitation Psychology, 46(4), 382-399. 

Hughes, K., Bellis, M. A., Jones, L., Wood, S., Bates, G., Eckley, L., ... Officer, A. (2012). 
Prevalence and risk of violence against adults with disabilities: A systematic review and meta- 
analysis of observational studies. The Lancet, 379, 1621-1629. 

Hughes, R. B., Lund, E. M., Gabrielli, J., Powers, L. E., & Curry, M. A. (2011). Prevalence of 
interpersonal violence against community-living adults with disabilities: A literature review. 
Rehabilitation Psychology, 56(4), 302-319. 


5 Empowering Women with Intellectual and Developmental Disabilities to Resist... 85 


Hughes, R. B., Robinson-Whelen, S., Pepper, A. C., Gabrielli, J., Lund, E. M., Legerski, J., et al. 
(2010). Development of a safety awareness group intervention for women with diverse dis- 
abilities: A pilot study. Rehabilitation Psychology, 55(3), 263-271. 

Jenkinson, J. C. (1999). Factors affecting decision-making by young adults with intellectual dis- 
abilities. American Journal on Mental Retardation, 104(4), 320-329. 

Kerker, B. D., Owens, P. L., Zigler, E., & Horwitz, S. M. (2004). Mental health disorders among 
individuals with mental retardation: Challenges to accurate prevalence estimates. Public 
Health Reports, 119, 409-417. 

Khemka, I. (2000). Increasing independent decision-making skills of women with mental retarda- 
tion in simulated interpersonal situations of abuse. American Journal on Mental Retardation, 
105, 387-401. 

Khemka, I., & Hickson, L. (2000). Decision making by adults with mental retardation in simulated 
situations of abuse. Mental Retardation, 38, 15-26. 

Khemka, I., & Hickson, L. (2015). ESCAPE-NOW: An effective strategy-based curriculum for 
abuse prevention and empowerment for individuals with developmental disabilities — NOW. 
New York, NY: Teachers College, Columbia University. 

Khemka, I., Hickson, L., & Mallory, S. B. (2016). Evaluation of a decision-making curriculum for 
teaching adolescents with disabilities to resist negative peer pressure. Journal of Autism and 
Developmental Disorders, 46(7), 2372-2384. 

Khemka, I., Hickson, L., & Reynolds, G. (2005). Evaluation of a decision-making curriculum 
designed to empower women with mental retardation to resist abuse. American Journal on 
Mental Retardation, 110(3), 193-204. 

Lightfoot, E., & Williams, O. (2009). The intersection of disability, diversity, and domestic vio- 
lence: Results of national focus groups. Journal of Aggression, Maltreatment & Trauma, 18(2), 
133-152. 

Lotan, G., & Ells, C. (2010). Adults with intellectual and developmental disabilities and participa- 
tion in decision making: Ethical considerations for professional-client practice. Intellectual 
and Developmental Disabilities, 48(2), 112-125. 

Lund, E. M. (2011). Community-based services and interventions for adults with disabilities 
who have experienced interpersonal violence: A review of the literature. Trauma, Violence, & 
Abuse, 12(4), 171-182. 

Lund, E. M., & Hammond, M. (2014). Single-session intervention for abuse awareness among 
people with developmental disabilities. Sexuality and Disability, 32(1), 99-105. doi:10.1007/ 
$11195-013-9335-3. 

Mahoney, A., & Poling, A. (2011). Sexual abuse prevention for people with severe developmental 

disabilities. Journal of Developmental and Physical Disabilities, 23, 369-376. 

Mansell, S., Sobsey, D., & Calder, P. (1992). Sexual abuse treatment for persons with developmen- 

tal disabilities. Professional Psychology: Research and Practice, 23(5), 404. 

Mansell, S., Sobsey, D., Wilgosh, L., & Zawallich, A. (1997). The sexual abuse of young peo- 

ple with disabilities: Treatment considerations. International Journal for the Advancement of 

Counselling, 19, 293-302. 

Marotta, P. L. (2017). A systematic review of behavioral health interventions for sex offenders with 

intellectual disabilities. Sexual Abuse: A Journal of Research and Treatment, 29(2), 148-185. 

Mikton, C., Maguire, H., & Shakespeare, T. (2014). A systematic review of the effectiveness of 

interventions to prevent and respond to violence against persons with disabilities. Journal of 

Interpersonal Violence, 29(17), 3207-3226. 

Mitra, M., & Mouradian, V. E. (2014). Intimate partner violence in the relationships of men 

with disabilities in the United States: Relative prevalence and health correlates. Journal of 

Interpersonal Violence, 29(17), 3150-3166. 

Nettelbeck, T., & Wilson, C. (2001). Criminal victimization of persons with mental retardation: 
The influence of interpersonal competence. In L. M. Glidden (Ed.), International review of 
research in mental retardation (vol. 24, pp. 137-169). New York, NY: Academic Press. 

Owen, A., Arnold, K., Friedman, C., & Sandman, L. (2016). Nominal group technique: An 
accessible and interactive method for conceptualizing the sexual self-advocacy of adults 





86 I. Khemka and L. Hickson 


with intellectual and developmental disabilities. Qualitative Social Work, 15(2), 175-189. 
doi:10.1177/1473325015589803. 

Peckham, N. G., Corbett, A., Howlett, S., McKee, A., & Pattison, S. (2007). The delivery of a 
survivors’ group for learning disabled women with significant learning disabilities who have 
been sexually abused. British Journal of Learning Disabilities, 35(4), 236—244. 

Peckham, N. G., Howlett, S., & Corbett, A. (2007). Evaluating a survivors group pilot for women 
with significant intellectual disabilities who have been sexually abused. Journal of Applied 
Research in Intellectual Disabilities, 20, 308-322. 

Plummer, S. B., & Findley, P. A. (2012). Women with disabilities’ experience with physical and 
sexual abuse review of the literature and implications for the field. Trauma, Violence & Abuse, 
13(1), 15-29. 

Powers, L. E., Curry, M. A., Oschwald, M., Maley, S., Saxton, M., & Eckels, K. (2002). Barriers 
and strategies in addressing abuse: A survey of disabled women’s experiences. Journal of 
Rehabilitation, 68(1), 4-13. 

Razza, N. J., & Tomasulo, D. J. (2005). Healing trauma: The power of group treatment for people 
with intellectual disabilities. Washington, DC: American Psychological Association. 

Robinson, S., & Chenoweth, L. (2011). Preventing abuse in accommodation services: From proce- 
dural response to protective cultures. Journal of Intellectual Disabilities, 15(1), 63—74. 

Robinson-Whelen, S., Hughes, R. B., Gabrielli, J., Lund, E. M., Abramson, W., & Swank, P. R. 
(2014). A safety awareness program for women with diverse disabilities a randomized 
controlled trial. Violence Against Women, 20(7), 846-868. 

Rosenthal, L. (2016). Incorporating intersectionality into psychology: An opportunity to promote 
social justice and equity. American Psychologist, 71(6), 474-485. 

Roswell, A. C., Clare, I. C. H., & Murphy, G. H. (2013). The psychological impact of abuse on men 
and women with severe intellectual disabilities. Journal of Applied Research in Intellectual 
Disabilities, 26(4), 257-270. 

Sinason, V. (2002). Treating people with learning disabilities after physical or sexual abuse. 
Advances in Psychiatric Treatment, 8(6), 424—431. 

Stevens, B. (2012). Examining emerging strategies to prevent sexual violence: Tailoring to the 
needs of women with intellectual and developmental disabilities. Journal of Mental Health 
Research in Intellectual Disabilities, 5, 168—186. 

Walter-Brice, A., Cox, R., Priest, H., & Thompson, F. (2012). What do women with learning 
disabilities say about their experiences of domestic abuse within the context of their intimate 
partner relationships? Disability & Society, 27(4), 503-517. 

Ward, K., & Atkinson, J. (2013). Preventing interpersonal violence for adults with developmental 
disabilities in Alaska. Circumpolar Health Supplements, Supplement, 1(72), 246-247. 

Ward, K. M., Atkinson, J. P., Smith, C. A., & Windsor, R. (2013). A friendships and dating program 
for adults with intellectual and developmental disabilities: A formative evaluation. Intellectual 
and Developmental Disabilities, 51(1), 22-32. 

Ward, K. M., Bosek, R. L., & Trimble, E. L. (2010). Romantic relationships and interpersonal 
violence among adults with developmental disabilities. Intellectual and Developmental 
Disabilities, 48(2), 89-98. 

Wehmeyer, M. L., & Palmer, S. B. (2003). Adult outcomes for students with cognitive disabilities 
three-years after high school: The impact of self-determination. Education and Training in 
Developmental Disabilities, 38(2), 131-144. 

Wilczynski, S. M., Connolly, S., Dubard, M., Henderson, A., & Mcintosh, D. (2015). Assessment, 
prevention, and intervention for abuse among individuals with disabilities. Psychology in the 
Schools, 52(1), 9-21. 


Part II 

The Intersection of Religion, Disability, 
Interpersonal Violence, and Social 
Location 


Chapter 6 
Race, Culture, and Abuse of Persons 
with Disabilities 


Elizabeth P. Cramer, Y. Joon Choi, and Avina Ichele Ross 


Definitions, Conceptual Frameworks, and Relevant Literature 


To begin this chapter, we define the terms abuse, domestic violence, intimate partner 
violence, race, culture, and disability. Cultural humility, CRT, and intersectionality 
frame our discussion of the influence of race and culture on the lives of persons with 
disabilities who are experiencing abuse. Following a description of these concepts, 
we discuss the intersections of race, culture, and disability related to client experi- 
ences of abuse and decisions around and experiences of help seeking. To set up the 
contexts for the case study in this chapter, intimate partner violence within Korean 
immigrant communities will be highlighted. This is followed by a discussion of the 
meaning of disability, specifically multiple sclerosis (MS) in historical and contem- 
porary contexts, in Korea and for Korean Americans. 


Defining Terms 


We use the terms abuse and domestic violence interchangeably, and abusive behav- 
ior can include emotional and verbal abuse, economic control, coercion and threats, 
sexual abuse, intimidation, and isolation, among others (Domestic Abuse 
Intervention Project, 2011). Adult intimate partner violence (IPV) is the abuse 





E.P. Cramer (%4) 
School of Social Work, Virginia Commonwealth University, Richmond, VA, USA 
e-mail: ecramer@vcu.edu 


Y.J. Choi 
School of Social Work, University of Georgia, Athens, GA, USA 


A.I. Ross 
Virginia Department of Social Services’ Office of Family Violence, Richmond, VA, USA 
e-mail: ecramer@vcu.edu 





© Springer International Publishing AG 2017 89 
A.J. Johnson et al. (eds.), Religion, Disability, and Interpersonal Violence, 
DOI 10.1007/978-3-3 19-5690 1-7_6 


90 E.P. Cramer et al. 


directed at an intimate or romantic partner. Persons with disabilities often experi- 
ence abuse by non-intimate partners, including adult children and paid and unpaid 
caregivers (Baladerian, 2009); however, similarly to persons without disabilities, 
intimate partners are the most common perpetrators of abuse toward persons with 
disabilities (Ballan et al., 2014). For persons with disabilities, the tactics of abuse 
include disability-specific restraint and control, such as withholding or discarding 
medicine, refusing to provide personal care, and removing or disabling assistive 
devices (Gilson, Cramer, & DePoy, 2001). Legal definitions of family or household 
abuse and intimate partner violence vary by organization and state and they change 
over time. 

We use the term race to refer to a socially constructed categorization of humans. 
As confirmed by anthropologists, race does not have a biological or genetic basis, 
but it has been used to classify people and to restrict or deny access to social, politi- 
cal, economic, employment, medical, and cultural opportunities for some while 
granting access to them for others (California Newsreel, 2003; Smedley & Smedley, 
2005). Racial classifications have been created by the government, have changed 
over time (one only needs to look at the history of the US census racial categories; 
see Omi & Winant, 2015), and have been used for purposes of legal and social 
exclusion (Haney-Lépez, 2006). 

The term culture can be very broad and traditionally can be thought of as a set of 
beliefs, behaviors, and traditions that are common to a group of people (Pinderhughes, 
1989). The focus on the case study in this chapter is a Korean immigrant woman, 
and thus acculturation models are of interest. Schwartz, Unger, Zamboanga, and 
Szapocznik (2010) proposed a multidimensional model of acculturation that incor- 
porates the interactional contexts within which migration and acculturation occur, 
including the roles of migrant type (voluntary immigrants, refugees, asylees, 
sojourners); ethnicity, which they define as “a specific heritage and set of values, 
beliefs, and customs” (p. 241); the degree of cultural similarity or dissimilarity 
between the receiving culture and the migrant’s heritage culture; the recency of 
migration and generation of migration; the proximity of ethnic enclaves that may 
serve to retain heritage culture; and the receiving society’s historical and contempo- 
rary treatment of migrants from different countries and of different ethnic groups. 
Schwartz et al. view acculturation as an interplay of complex processes rather than 
an outcome (i.e., that a person is acculturated or not). They developed six compo- 
nents of acculturation that includes both the heritage culture’s and receiving cul- 
ture’s practices (e.g., language, foods), values (e.g., individualism vs. collectivism), 
and identifications (e.g., with country of origin vs. with receiving country). There 
could be changes in all, some, or none of these areas for migrants. 

A criticism of Schwartz’s model and others like it is that they present culture as 
monolithic (i.e., the heritage culture, the receiving culture) and that practices or 
values that are ascribed to a particular racial or ethnic group (i.e., collectivism) are 
accepted and are unquestioned. Therefore, we propose the following working defi- 
nition to guide our thinking about culture: Culture is a social construction that is 
influenced by the ways in which people make sense of who they are; the beliefs, 
practices, and values with which they might identify or reject, partially or wholly; 
and the institutional influences that promote or suppress the beliefs, practices, and 


6 Race, Culture, and Abuse of Persons with Disabilities 91 


values that appear to be in line with that culture, such as religion, government, and 
education. 

To honor the multiple voices on how to define disability, we have embraced 
“ontological pluralism” in the disability studies field (Priestley, 1998), and we will 
build on Liz Crow’s work (1992) to focus on both the social model of disability and 
impairment and their interdependency, but also to interrogate the meaning and expe- 
rience of impairment. Crow speaks of the “pain, fatigue, depression and chronic 
illness” caused by impairments, which leave many people with disabilities “frus- 
trated and disheartened” (p. 4). Certainly, there are people who experience pain, 
fatigue, and depression related to their impairments; however, what pain, fatigue, 
and depression look like or feel like to people can vary immensely. For example, a 
condition that would appear to create much discomfort to onlookers, or even others 
with that same or a similar condition, could actually be experienced as challenging 
in some ways but not uncomfortable to that person. 

Now that the major terms for the chapter have been presented, the following sec- 
tion describes the conceptual frameworks that underpin the influence of race and 
culture on the abuse of persons with disabilities. 


Conceptual Frameworks: Critical Race Theory, 
Intersectionality, and Cultural Humility 


We frame our discussion of the influence of race and culture on abuse of persons with 
disabilities through the theoretical frameworks of intersectionality (Collins, 1991; 
Crenshaw, 1991), cultural humility (Ortega & Coulborn Faller, 2011; Tervalon & 
Murray-Garcia, 1998), and critical race theory (CRT) (Dean, 2001; Ortiz & Jani, 2010). 

Falling under the umbrella of postmodern theories is CRT with the following 
assumptions: “race is a social construction, race permeates all aspects of social life, 
and race-based ideology is threaded throughout society” (Ortiz & Jani, 2010, 
p. 176). As with other postmodern theories, there is a rejection of positivism, includ- 
ing the concepts of universal truths (or truth) and essentialism. Deconstructing 
socially constructed phenomena and embracing intersectionality are also consistent 
with postmodernism. CRT incorporates an interrogation and disruption of structural 
arrangements that privilege some races and oppress others. CRT proponents believe 
that the purpose of the creation and modification of racial classifications, usually 
done by the dominant group, is for social stratification and validation of racial sub- 
ordination (Ortiz & Jani, 2010; Rodgers, 2015). Stratification and subordination get 
reinforced on the individual level through microaggressions (e.g., insults disguised 
as compliments that are grounded in stereotypes — saying “you are so articulate” to 
an African American woman) and on the institutional level through macroaggres- 
sions (e.g., racial profiling). Just as race is a socially constructed category to classify 
and oppress, immigration status is another category that functions similarly by 
creating the alien and the justification for restricting, isolating, and othering those 
who are perceived to be noncitizens (Romero, 2008). 
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Building on the postmodern idea of race as a social construction, and the atten- 
tion to power and privilege in CRT, intersectionality views race, ethnicity, gender, 
disability, class, faith, and other categories as social, political, economic, and cul- 
tural constructs, also referred to as positionalities or social locations, that influence 
the assignment of social value for different persons (Harley, Jolivette, McCormick, 
& Tice, 2002). Because individuals may be in both dominant and subordinate social 
locations (such as white lesbians who are privileged by race but oppressed by 
gender and sexual orientation), they may have experiences of privilege in some 
settings and ones of oppression in other settings. 

Intersectional analysis attends to the “interdependent and mutually constitutive” 
view of identities; as Bowleg’s work (2008, p. 312) reminds us that black + lesbian 
+ woman does not equal black lesbian woman in a mathematical equation. Put 
another way, intersectional analysis affirms that people “are discriminated against in 
qualitatively different ways as a consequence of the combination of their individual 
characteristics” (Goward, 2002, para. 3). The Ontario Human Rights Commission 
(2002) provides examples of the intersection of disability combined with other 
social locations and how this may complicate the experience of oppression for indi- 
viduals, such as the increased poverty rate for women with disabilities compared to 
people without disabilities, the high unemployment rate for people of color with 
disabilities compared to people of color without disabilities and to white persons, 
and the unavailability and inaccessibility of services for indigenous persons with 
disabilities living on reserves. 

Several scholars have applied an intersectional framework to intimate partner 
violence (for example, Bograd, 1999; Collins, 1998; Crenshaw, 1991; McQueeney, 
2016). Gender-only analyses of intimate partner violence have been critiqued for 
their “false universalism ... rooted in White, middle-class, heterosexual women’s 
experiences and interests” (McQueeney, 2016, p. 2). Rather, intersections of multi- 
ple identities influence the experience of being both a perpetrator and a victim of 
intimate partner violence. For example, victims’ decisions to involve law enforce- 
ment may, in part, be influenced by their concerns about how the abusers may be 
treated by the criminal justice system, especially if they are from communities that 
have been or are currently targeted for racial and/or immigrant profiling (Incite! 
Women of Color Against Violence, 2006). Their concerns, however, should not be 
mistaken for an unwillingness to involve the criminal justice system because studies 
have demonstrated that African American domestic violence victims, for example, 
are more likely to contact law enforcement compared to other racial/ethnic groups 
(Felson, Messner, Hoskin, & Deane, 2002), they are willing to seek protective 
orders (Ballan et al., 2014), and they are likely to endorse criminal prosecution of 
their abusers (Weisz, 2002). Collins argues that not only should contemporary 
social, political, and economic contexts be considered when analyzing African 
American women’s experiences of violence but also “the particular historical con- 
text of hierarchical power relations of race, gender, class, nationality, and heterosex- 
ism in the United States” (1998, p. 920). Intersectionality can provide a framework 
for questioning this apparent paradox of why some domestic violence victims may 
worry about how their abusers would be treated by the criminal justice system while 
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simultaneously desire to involve law enforcement and the courts for self-protection 
(Felson et al., 2002) or other reasons. 

Understanding the multiple ways in which culture can be experienced by clients 
and the ways in which practitioners can experience their own and others’ cultures is 
consistent with cultural humility. We believe there is a paradigmatic difference 
between cultural competence and cultural humility. In our view, cultural compe- 
tence is post-positivistic (Guba & Lincoln, 1994). The emphasis on the practitioner 
acquiring the cultural awareness, knowledge, and skills that would then lead to 
effective practice with a particular cultural group implies post-positivistic assump- 
tions that there is a body of knowledge and skills about that cultural group that is 
available and not debatable and that by practitioners gaining this knowledge, they 
will work better with members of this cultural group. By becoming aware of one’s 
preconceived notions and experiences or lack of experiences with a cultural group, 
the practitioner can then become more culturally competent. Critiques of cultural 
competency include that culture is not static; therefore, practitioners will not be able 
to achieve competence in something that is not fixed; understanding and valuing 
other cultures may not equate to working effectively with persons from those cul- 
tures; and assuming common traits of members of cultural groups can lead to over- 
generalizations and stereotyping. 

In our opinion, as a more appropriate approach to cultural competence, cultural 
humility falls more into the constructivist paradigm, which emphasizes that a singu- 
lar truth cannot be known or approximated; rather there are multiple realities, 
relativism, and subjectivity (Guba & Lincoln, 1994). Contrary to the idea that there 
is certain body of knowledge about a particular culture that can be knowable, a cul- 
tural humility perspective embraces the idea of culture as a social construction, that 
is ever changing, and is experienced uniquely by different persons. Rather than 
seeing culture as monolithic, a cultural humility perspective sees multiple identities 
of individuals, and consistent with CRT and intersectionality, these multiple identi- 
ties mean that people can be in various dominant and subordinate (or privileged and 
oppressed) positions in their social locations simultaneously. As with CRT and 
intersectionality, a very important dimension of a cultural humility perspective is 
that practitioners need to be vigilantly aware of who they are culturally, their inter- 
sectional group memberships, and how this has influenced who they are and how 
they view others. Practitioners need to remain open to the idea that they cannot and 
will not know all there is to know about any given culture, and they should be open 
to hearing about the client’s understanding and experiences of culture because 
rather than knowing certain pieces of “knowledge” about a cultural group, it is more 
important to understand what pieces of culture clients have embraced or rejected, 
what has and has not been important to them culturally. This allows clients to be the 
experts of their own experiences, not the practitioners, which promotes a more egal- 
itarian relationship with clients where power dynamics can be acknowledged and 
addressed. Rather than striving for the goal of being competent in everything there 
is to know about a particular client’s culture, the goal is to gain a deep understanding 
of the client’s experience of culture (Ortega & Coulborn Faller, 2011; Tervalon & 
Murray-Garcia, 1998). 
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We have presented the conceptual frameworks that undergird our chapter. In this 
next section, we will explore how the intersections of race and disability influence 
experiences of abuse and decisions around and experiences of help seeking. 


Intersectionality of Race, Disability, and Abuse 


As we mentioned in the previous section, intersectionality opens up a multitude of 
ways in which clients can experience culture. This is also true regarding race, dis- 
ability, and abuse; clients experience abuse differently based on the intersection and 
social location of their race, disability, and other social constructions including cul- 
ture, ethnicity, age, sex, and gender. Race may play a major role and further compli- 
cate experiences of abuse and help seeking. Black women with disabilities, for 
instance, may face a variety of distinctive experiences such as double oppression 
(oppression based on being a person of color and a person with a disability) 
(Lightfoot & Williams, 2009) and stereotypes based on race and disability status or 
type. Also, black women and other women of color may experience services that are 
not culturally appropriate or relevant, such as services that fail to address racism 
and/or the provision of subpar services for persons with darker skin complexions 
(Lightfoot & Williams, 2009). 

In addition to double oppression and lack of culturally appropriate resources, 
Lightfoot and Williams (2009) found six other distinctive issues for persons of color 
with disabilities in their focus group study: isolation and shame, lack of knowledge 
about services, lack of trust in the system, multiple cultural identities, double com- 
munication barriers, and cultural differences toward disabilities. These issues may 
also be experienced differently depending on the client’s race, type of disability, 
and/or disability status. For instance, communication barriers for clients can take 
the form of language, dialect, proficiency, literacy, and/or an inability to communi- 
cate in the desired format or manner of the practitioner. All of these issues, in addi- 
tion to fears of racism, ableism, and a host of other harmful prejudices, can prevent 
someone from seeking help (Cramer & Plummer, 2009; Lightfoot & Williams, 
2009) from formal (i.e., social services or domestic violence agency), familial, and/ 
or other social resources (1.e., friends, clergy). 

All things considered, it is important for practitioners to not only have a solid 
handle on the complexities of the intersection of race, disability, and abuse but to 
also have appropriate responses (services, resources, and environments) to clients’ 
needs. Examples can include developing interventions (and prevention programs) to 
specifically target certain groups and incorporating the appropriate cultural beliefs 
and values into that work (Cramer & Plummer, 2009). For instance, Oliver (2000) 
recommends the use of African American popular media to spread awareness and 
prevention messages, such as through gospel and popular (African American) 
music. Furthermore, persons of color with disabilities have recommended increasing 
diversity (including race and disability) in staff and leadership positions at both 
domestic violence agencies and disability organizations; they also recommended 
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the expansion of agency definitions of domestic violence to include more culturally 
relevant definitions, collaboration, or partnership between the domestic violence 
and disability agencies and the provision of cultural diversity/relevancy trainings, 
particularly ones facilitated by persons of color with disabilities (Lightfoot & 
Williams, 2009). 

In sum, intersectionality of race, disability, and abuse reveals that clients’ experi- 
ences with abuse and help seeking behaviors are not monolithic; they are varied and 
complex and this necessitates culturally appropriate understanding and responses 
from practitioners. Our chapter’s case study is focused on a Korean American immi- 
grant woman who has MS. In the next section, we discuss intimate partner violence 
in Korean immigrant communities. 


Korean Immigrant Communities and Intimate Partner Violence 


Although national estimates of IPV among Korean American immigrants do not 
exist, several small studies suggest that the prevalence of IPV in this immigrant 
community is very high, with as many as 29-60% of women suffering from physi- 
cal abuse by an intimate partner (Ahn, 2002; Lee, 2007; Shin, 1995; Song-Kim, 
1992). The IPV rate in Korean American immigrant communities is higher than in 
other Asian ethnic groups (Chun, 1990; Kim & Sung, 2000) and includes severe 
physical consequences, such as broken bones and teeth, miscarriages, and hospital- 
ization (Song-Kim, 1992). 

Witnessing family violence and/or experiencing child physical abuse are risk 
factors for domestic violence perpetration and victimization (Tjaden & Thoennes, 
2000); Eighty percent of Korean American respondents in a study of 103 Korean 
men and women in Boston reported being hit regularly as children, which was the 
highest rate among all other Asian ethnic groups studied. Thirty percent of Korean 
respondents reported witnessing their fathers regularly hit their mothers, and 17% 
reported that their mothers regularly hit their fathers (Yoshioka & Dang, 2000). 
Similarly, the Shimtuh study (2000) in the San Francisco Bay Area revealed that 
33% of the respondents (women and men) recalled their fathers hitting their moth- 
ers at least once. 

The literature on abused immigrant women points to their cultures of origin and 
immigration status as the most important systems affecting their experience of 
abuse and help-seeking behaviors (Menjivar & Salcido, 2002; Raj & Silverman, 
2002). Korean cultural values are heavily influenced by Confucianism, which dic- 
tates the daily life and relationships of many Koreans. The values of Confucianism 
may have a strong impact on IPV: collectivism, conformity to norms, shame, patri- 
archal and hierarchal family systems, and rigid gender roles (Moon, 2005; Song & 
Moon, 1998). In fact, in one study, prevalence of IPV was higher among the Korean 
American immigrant couples who adhered to rigidly traditional gender roles than 
those who did not (Song & Moon, 1998). Kim and Sung (2000) found that the rate 
of physical violence in male-dominant couples was four times higher than that of 
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egalitarian couples. Finally, perception of partner resistance to traditional gender 
roles was a significant predictor of the likelihood of committing IPV among Korean 
American immigrant men (Yu, 2000). 

The importance of family harmony, the priority of family interests over individ- 
ual interests, and the cultural expectation for women to endure hardship to preserve 
the family may contribute to the decision of abused Korean American immigrant 
women to stay in abusive relationships. The cultural norm of family interdepen- 
dence and harmony forces individual family members to minimize conflicts within 
the family. Therefore, abused Korean American immigrant women who adhere to 
these cultural norms are likely to keep IPV secret, because revealing it outside their 
family would be a sign of personal failure that would bring shame to the entire fam- 
ily (Kim, Titterington, Kim, & Wells, 2010; Moon, 2005; Tran & Jardins, 2000). For 
example, the cultural concept of “loss of face” may be related to abused Korean 
American immigrant women’s concern for their children. Interviews with abused 
Korean American immigrant women reveal that they did not leave their abusers 
because of the concern that the reputation of their children will be damaged within 
the Korean American immigrant community if they belong to a family where the 
parents had divorced. Further, the future of their children would possibly be com- 
promised by coming from a family with divorce (Postmus & Hahn, 2007; Shimtuh, 
2000). This feeling of shame is intensified by feelings of guilt and self-blame in 
abused Korean American immigrant women. Abused Korean American immigrant 
women often feel guilty, believing that they must have done something wrong to 
deserve IPV (Song-Kim, 1992; Tran & Jardins, 2000). 

Korean cultural values also seem to influence community members’ views of 
IPV survivors, as well as their responses to IPV. In a study of Asian American immi- 
grants (Yoshioka & Dang, 2000), 29% of Korean American immigrants, a greater 
proportion than other Asian immigrants, indicated that a woman who is abused by 
her husband should not disclose the abuse. Only 27% of Korean American respon- 
dents supported the idea of an abused woman calling the police for help, a lower 
percentage than the other Asian respondents. In another study of Korean American 
immigrants, respondents selected family honor as the foremost reason for abused 
Korean American immigrant women not seeking help, followed by effects on chil- 
dren and shame (New Visions, 2004). In addition, Korean cultural values were one 
of the most important factors that affected Korean American immigrant clergy’s 
responses to IPV (Choi, 2015a). When abused Korean American immigrant women 
actually talk to family members and friends about the abuse in spite of shame, 
women are pressured to remain with their abusers because of fear of ostracism and 
judgment from others in the community (Shimtuh, 2000). 

Immigration is often associated with a disruption in the social support network 
and a sense of isolation, compounded by limited command of English and lack of 
familiarity with social and legal services (Raj & Silverman, 2002; Warrier, 2000). 
Given these risk factors and barriers to services, many abused Korean American 
immigrant women significantly underutilize formal services such as women’s 
shelters, hotlines, the police, and legal services, seeking professional help only 
when they face crisis situations (Moon, 2005). Abused Korean American immigrant 
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women who are undocumented, or those whose immigration status depends on their 
marriage to a US citizen or resident, are reluctant to report their abuse experiences 
to the police out of fear of deportation (Kasturirangan, Krishnan, & Riger, 2004). 
Even those who have legal status may avoid reporting IPV because they are fearful 
of negative consequences arising from their involvement with the police (Warrier, 
2000). 

Shifts in couples’ power balance and occupational and economic changes post- 
immigration have been shown to be a risk factor for IPV in immigrant communities, 
including Korean American immigrants (Kibria, 1990; Song & Moon, 1998; Tran & 
Jardins, 2000). Song and Moon (1998) found a high correlation between the inci- 
dence of wife battering and the inconsistency in the pre- and post-immigration 
employment status of husbands. In addition, many changes in the traditional Korean 
family system and structure, mainly the disruption or reversal of the traditional mar- 
ital roles, as well as conflicts between old and new values, add more stress (Kim & 
Sung, 2000; Yu, 2000). 

As we have discussed above, their immigrant status and competing and changing 
cultural values shape abused Korean immigrant women’s experience of IPV and 
their help-seeking behaviors, resulting in their turning to Korean American immi- 
grant churches and clergy for help, if they seek help at all (Boodman, 2007; New 
Visions, 2004). Korean American immigrants show an exceptionally high rate of 
affiliation with the church (Kim & Kim, 2001). About 75% of Korean American 
immigrants in the USA are affiliated with Christian churches, predominantly in 
Protestant denominations (Kim, Warner, & Kwon, 2001). Korean American immi- 
grants’ avenues to satisfy their social needs are severely restricted due to their lan- 
guage limitation and/or racial minority status in America. Korean American 
immigrant churches play a crucial role in meeting the psychological, social, and 
spiritual needs of Korean American immigrants (Boddie & Im, 2008; Min, 2005), 
and they serve as a cultural institution where congregants’ ethnic identity and cul- 
ture are rediscovered, preserved, and passed from generation to generation (Min, 
2005; Warner, 2001). Additionally, Korean American immigrant churches offer 
practical assistance, such as providing information and aiding in buying vehicles, 
acquiring housing, obtaining social security numbers, making airport pickups, job 
referrals, and registering children for school, or just about everything recent immi- 
grants need in their settlement process into American society (Kwon, Ebaugh, & 
Hagan, 1997). 

Because of the central role the church has in the lives of Korean American immi- 
grants, Korean American immigrant communities most often view their church and 
faith leaders as problem solvers, including problems related to IPV (Choi & Cramer, 
2016). Korean American immigrants identified the Korean American immigrant 
church as the source from which battered Korean American immigrant women 
should seek help, even before families (New Visions, 2004). In addition, several 
studies on IPV in the Korean American immigrant community identified the strate- 
gic position of the Korean American church and clergy in the community and 
recommended engaging them in efforts to prevent and address IPV (Choi, 2015a, 
2015b; Im, 2003; Moon, 2005; Shimtuh, 2000). 
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In the next section, we discuss the meaning of disability, and specifically MS, in 
historical and contemporary contexts in Korea and for Koreans in the USA. 


Disability in Korea and for Korean Americans 


When considering disability from an intersectional framework within the Asian 
American population, we believe it is helpful to disaggregate subpopulations of 
Asians and Pacific Islanders (AAPI), as well as consider factors that affect health 
and disability outcomes, such as place of birth, migration pattern, acculturation, and 
socioeconomic status. One study that confirmed the importance of examining dif- 
ferential disability rates across four disability types (functional limitations, activi- 
ties of daily living limitations, cognitive problems, blindness/deafness) among 
individuals 55 and older in seven separate AAPI subpopulations found differences 
in rates among the AAPI subpopulations and greater variation between non-Hispanic 
whites and the aggregated AAPI group (Fuller-Thomson, Brennenstuhl, & Hurd, 
2011). The authors noted that the disparity in disability outcomes “reflects a com- 
plex interplay between migrant selection effects, positive versus negative accultura- 
tion effects, and socioeconomic status factors that relate to both the timing of 
immigration and the country of origin” (p. 99). A study by Mutchler, Prakash, and 
Burr (2007) confirms the importance of examining such factors as country of birth, 
length of time in the USA, and life cycle stage when one migrated to the USA and 
their link to disability outcomes. 

The social model of disability focuses on how societal attitudes, practices, 
structures, and institutions isolate individuals with disabilities and exclude them 
from full participation in their communities. For South Korean immigrants, the 
focus of our case study, it is helpful to take into consideration the community atti- 
tudes, practices, structures, and institutions in their country of birth. For example, 
special education was not mandated in South Korea until 1977 through the Special 
Education Promotion Act (Kwon, 2005). Prior to this, the general practice was for 
students with disabilities to be educated by their families and then in separate 
schools for children with disabilities up through the mid-1970s. Inclusion of stu- 
dents with disabilities in regular education classrooms is relatively new and 
appeared in the third reauthorization of the SEPA in 1994. Inclusion, according to 
this Act, means integrating students with disabilities into regular education classes 
or placing them in special (separate) schools but using the regular educational cur- 
riculum with them. Kwon (2005) notes that the South Korean educational system 
is similar to the Western system, yet “the inherited foundation remains Confucian,” 
with an emphasis on “harmony, respect for elders and social order, and authority of 
leaders” (p. 61). 

Kim and Kang (2003) describe public’s attitude toward people with disabilities 
in Korea as negative and that having a family member with a disability brings shame 
to a family. Some families believe that their social standing is compromised by having 
a family member with a disability and they may attempt to keep the person with a 
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disability away from others. Further examples of exclusion of Koreans with dis- 
abilities include the under- and unemployment of them in the workforce and their 
overrepresentation in the lowest income segments of society. Kim and Kang note 
that Korean beliefs about what causes disability further marginalize Koreans with 
disabilities: “Koreans believe that having disabilities is the result of the geomantic 
system of topography, used in choosing auspicious sites for graves and houses, sins 
committed in a previous existence, the fault of an ancestor, or a wicked ghost” 
(p. 145). While it is important to remember that not all Koreans believe this, or have 
negative attitudes toward Koreans with disabilities, being socialized into this envi- 
ronment as a person with a disability can create challenges with self-image and 
self-respect and feelings of belonging in one’s community. Kim and Kang’s study 
of adolescents with physical disabilities (2003) described the ways in which this 
population can feel valued and useful members of the society. 

According to the National Multiple Sclerosis Society, multiple sclerosis (MS) is 
“an unpredictable, often disabling disease of the central nervous system that dis- 
rupts the flow of information with the brain and body” (National Multiple Sclerosis 
Society, 2016b “What is MS?”). There is no known cause of MS; however, accord- 
ing to the MS society, “the body’s immune system attacks myelin, the fatty sub- 
stance that surrounds and protects the nerve fibers of the central nervous system ... 
damaged myelin forms scar tissue ... when any part of the myelin sheath or nerve 
fiber is damaged or destroyed, nerve impulses traveling to and from the brain and 
spinal cord are distorted or interrupted” (National MS Society, “What is Multiple 
Sclerosis?” 2015, para 3 and 4). Symptoms and severity of MS can vary across 
individuals; symptoms may include tingling or numbness in the limbs, loss of 
vision, muscle tightness, spasticity, paralysis, fatigue, pain, difficulty concentrating, 
and problems with bowel and bladder functioning (National MS Society, “What is 
Multiple Sclerosis,’ 2015). Symptoms may come and go over the life course of an 
individual. MS has also been linked to risk for depression (National MS Society, 
2015). For individuals with relapsing forms of MS, the Multiple Sclerosis Coalition 
(2015) advises disease-modifying medication therapies. According to the National 
MS Society, there are slightly over 2 million people in the world who have MS; the 
majority are women; most people are diagnosed in younger to middle adulthood; 
and the disease crosses all racial and ethnic groups but is most prevalent in 
Caucasians of the northern European ancestry (National Multiple Sclerosis Society, 
“MS Prevalence,” and “Who Gets MS?” 2016a, 2016c). 

There is very little published literature on MS in Korea. A prevalence study of 
MS in Korea, based on payment data for National Health Insurance payments to 
support persons diagnosed with MS, used two different statistical methods to calcu- 
late prevalence and found 1681 cases using one method and 1640 using the other or 
3.5-3.6 per 100,000 persons (Kim et al., 2010). These data are similar to relatively 
low MS prevalence rates in other Asian countries and are lower than Caucasian 
populations. An epidemiologic study in Korea reported a higher incidence of MS in 
females than males and also indicated the highest incidence in younger females 
(ages 25-29) and in older males (ages 35-44) (Chung, Cheong, Park, & Kim, 2012). 
One study that examined the clinical characteristics and patient outcomes for 
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Koreans with MS found that the characteristics and outcomes were similar to that of 
Caucasians in Western countries (Kim et al., 2013). A study of the reliability and 
validity of the Korean multiple sclerosis impact scale and the multiple sclerosis 
international quality of life questionnaires in a sample of Korean patients with MS 
found that both instruments were appropriate to measure health-related quality of 
life for Koreans with MS (Huh et al., 2014). There is a Korean MS society, which 
engages in awareness and advocacy activities (MS International Federation, 2016). 
Writings by Koreans about MS are limited. Korea Focus by the Korean Foundation 
(2012) included a short description of father Chi’s MS, which indicated that his 
“years of making cheese left him with multiple sclerosis,’ and he uses a wheelchair 
or cane. He’s quoted as describing the disease as “like a bomb ... it comes to the 
legs and then moves to the eyes ... has a mind of its own .... I can’t read, or drive, 
or use the computer.” 

We have defined our terms, presented our conceptual frameworks, and described 
the literature relevant to race, culture, and the abuse of persons with disabilities. 
As a background to our case study, we covered the literature on IPV in Korean 
immigrant communities, the role of the Korean American immigrant church in IPV 
prevention and intervention, and disability and MS in Korea and Korean American 
populations. The following section presents the case of Mrs. Inae Lee and illumi- 
nates how critical race theory, intersectionality, and cultural humility are utilized in 
the case. The case presented is entirely fictional but is grounded in our practice 
wisdom through our work with many immigrant battered women and women with 
disabilities experiencing abuse. Any resemblance to a real case is purely 
coincidence. 


Case of Mrs. Inae Lee 


Mrs. Inae Lee is 52 years old and immigrated to the USA from South Korea 15 years 
ago with her 54-year-old husband Mr. Jinsoo Han and two daughters, who at the 
time of immigration were ages five and three. Both Mr. Han and Mrs. Lee are col- 
lege graduates, and Mr. Han worked as a mid-level manager at a large export/import 
company in Korea, while Mrs. Lee was a stay-home mom. In the midst of economic 
meltdown in the late 1990s in Korea, often referred to as the IMF crisis, Mr. Han 
was laid off in 1999 and moved from one temporary job to another for the following 
2 years. They started dipping into their retirement saving, which made them worry 
about their future, and with the uncertain economic future of the country, they 
decided to immigrate to the USA where Mr. Han’s brother had been living success- 
fully since his immigration in 1984. Mr. Han’s brother owned two dry cleaning 
businesses and promised to loan money to Mr. Han to open up his own dry cleaning 
business. Mr. Han did not like the idea of running a dry cleaner, which seemed like 
a blue-collar job, not suited for a while-collar worker like him. However, without 
the English language skills and knowledge of American society, it seemed to be the 
only option for him in the USA. 
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Running a dry cleaner was a hard job for him. Initially, he tried to manage it by 
himself, but soon it was clear that it was necessary for Mrs. Lee to jump in and start 
running it with Mr. Han. Mr. Han hated the idea of Mrs. Lee working, leaving two 
small children with his parents. He believed that a woman’s place is at home, raising 
children and running the household, not working to make a living for the family. But 
entirely relying on the loan from Mr. Han’s brother, they could not afford to hire any 
workers. So Mrs. Lee started working with her husband; they worked 12 h daily, 
6 days a week, year-round, with exception of official holidays. With her decent 
English skills, thanks to her majoring it in college, Mrs. Lee mostly dealt with cus- 
tomers, while Mr. Han worked in the back of the store covered in sweat. Their hard 
work resulted in success in their business. Within 5 years, they were able to pay 
back the loan from Mr. Han’s brother, and in another 5 years, they were able to open 
up another dry cleaner. 

Both Mr. Han and Mrs. Lee have been active members of a Korean American 
church in town. They were not Christians when they lived in Korea, but they started 
going to church soon after they moved to the USA, mainly because it was the only 
place they could meet and associate with other Korean immigrants. In addition, 
Mrs. Lee thought it was important for her children to maintain their Korean lan- 
guage skill, as well as Korean identity and culture, and the Korean American church 
was an ideal place for that. Its services were held in Korean, it celebrated Korean 
holidays, served Korean lunch, and ran a free Korean language school for children. 
Mrs. Lee enjoyed being with other Korean women in her church, exchanging tips 
for raising children in the USA and learning about American customs and practices 
from those who have been in the USA longer. Mr. Han also enjoyed being active in 
their church and soon became a deacon of the church. He felt that the church was 
the only place where he can feel good about himself, not feeling inferior in a new 
country with limited English skill. Furthermore, being a deacon afforded him 
respect and status in the church, which he felt he lost by being an immigrant. Their 
thriving businesses and academic success of their daughters made them feel proud 
of their achievement. 

Mr. Han was a traditional man in Korea, but his traditional attitudes became even 
more strengthened after his immigration to the USA. He made all the decisions in 
the family and managed the family finance by himself. He became angry when Mrs. 
Lee tried to have a say in decision making and often put her down verbally. He also 
became very jealous, telling Mrs. Lee not to chat with male customers. He became 
furious when she was friendly to male customers, saying she is disrespecting him. 
His jealousy and fury became more frequent and more severe, and Mr. Han started 
throwing things at Mrs. Lee. Whenever Mr. Han went into a rage, Mrs. Lee became 
terrified that he would actually hit her. He also expected the same obedience and 
respect from their daughters. Mrs. Lee endured all of these without telling anyone 
because she was afraid that this will ruin the reputation of her family in the church 
and the Korean community. She thought as long as she does what he wants her to 
do, things would not get out of hand. 

Ten years after their immigration to the USA, Mrs. Lee was diagnosed with 
MS. Initially, she started feeling weak and tired, and her hands and feet had tingling 
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sensation and felt numb. She thought it was because she had overworked for the last 
10 years. But when she dropped an iron on her foot while she was ironing a cus- 
tomer’s shirt because of weakness in her arm, she went to see a doctor. Her doctor 
initially did not know what it was, but after a few tests concluded that Mrs. Lee has 
MS. Mrs. Lee had never heard of MS, but the prospect of developing more severe 
symptoms worried her, and the thought of being disabled at only 47 years old scared 
her to death. She worried about who will run their business with her husband and 
who will take care of their daughters. But what scared her the most was how she 
would be viewed and treated by others in her church and the community. She had 
not seen many disabled people in Korea because most of them were kept home out 
of others’ views. She has seen more disabled people in the USA but still not many 
in the Korean community. There was no one who was disabled in her church, and 
she did not know personally anyone who had a disability. She was concerned her 
disability would bring shame to her family, by tainting the image of her happy and 
successful family. She was worried that her daughters’ future would be in jeopardy 
due to coming from a family with a disabled person. 

Initially, she kept her MS secret from others. But her symptoms steadily wors- 
ened — tremors in her body, muscle stiffness, and problems with speech — and people 
in her church started noticing her MS. By the time she had to use a cane to walk, she 
told a few close friends in her church about her MS, and soon the entire church 
knew about her disability. She received a few stares from some people, but overall 
the reactions from the church members were courteous. What was unbearable came 
from her husband instead. Initially, he was worried about who will take care of their 
businesses. But once Mrs. Lee started showing visible symptoms of MS, he did not 
want her to come to the stores anymore, saying that she is useless at home and at 
work and she would embarrass him in front of the customers. Therefore, she stopped 
going to their stores, and her church became the only refuge for her. She started 
going to church more often, trying to be involved in church activities. However, Mr. 
Han berated her that she would be only a burden on others when she goes to church 
events because she can’t help out and that her presence only makes others feel 
uncomfortable. He prohibited her from going to church other than the Sunday ser- 
vice, and even when the family went to the Sunday service, he wanted her to go 
home right after the service, instead of staying for lunch. He became more abusive 
verbally and emotionally. 

Despite her husband’s cruel treatment of her, Mrs. Lee could not share her pain 
and fear of her husband with anyone in the church. He was a respected figure in the 
church, and she felt that she was the one who brought the abuse on herself by having 
the disability. However, when Mr. Han pushed her to the wall when she struggled to 
walk to the kitchen saying, “Look at how you walk. You look like a baby, waddling. 
You are useless!”, Mrs. Lee became frightened and feared for her physical safety. 
She recalled the community event she attended a few years earlier with a female 
friend who was involved in a theater troupe. The theater troupe did an interactive 
theater program on a domestic violence situation. Watching the play and how some 
of the audience members played out different interventions with the victim was 
something that stuck with her in that she wondered what would happen if she were 
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to disclose to others in her church or community about the abuse. This encouraged 
her to eventually reach out to the pastor of her church for help. She was not inter- 
ested in ending the marriage because divorce was unthinkable as a Christian woman, 
but wanted her husband to stop abusing her. When she told the pastor what has 
happened, he was very surprised, but comforted her saying that God will protect her. 
He tried to explain Mr. Han’s abuse may be the result of him being stressed because 
he has to manage both businesses by himself and told her that he did not know per- 
sonally what is the best way to deal with Mr. Han’s anger and referred her to a local 
domestic violence program. She called the domestic violence agency and talked to 
a social worker, Diane Smith, about her abuse and disability. After the talk, Mrs. Lee 
made an appointment with Ms. Smith for a face-to-face individual counseling. 


Case Discussion: Implications for the Practitioner 


Ms. Smith is a 25-old-year, single Caucasian woman who has been working for the 
domestic violence program for 3 years, mainly conducting individual counseling 
and support groups for domestic violence survivors. She has worked with Asian 
clients only a few times, and none of them was Korean. Ms. Smith first thought that 
Korean Americans and Chinese Americans may have similar family values as each 
other because they are Asian Americans. But then she soon remembered that by 
lumping all Asian groups into one unified group, she was overgeneralizing diverse 
ethnic groups. Moreover, she wondered if Mrs. Lee even identifies herself as Asian. 
She recalled when her Chinese client wrote “Chinese” on the agency’s intake form 
instead of choosing Asian. When she asked the client about that, the client answered, 
‘Tve never thought of myself as being other than Chinese, but since I came to the 
US, it seems that I am Asian in the eyes of others.” This incident made Ms. Smith 
realize that race is indeed a social construction imposed on people, as critical race 
theory posits. 

Ms. Smith decided that the most ethical and beneficial step to foster a healthy and 
open working relationship with Mrs. Lee would be to learn from Mrs. Lee about her 
understanding of the family dynamics, her perception of the abuse, and the precipi- 
tating factors that led to the abuse. She would learn from the client and not about the 
client. Ms. Smith realized that she can try to learn about Korean culture, but she 
understood that she cannot know everything about Korean culture since culture is 
constantly changing. Furthermore, being Korean is only one identity of Mrs. Lee; her 
perspectives and experiences could be influenced by the intersections of multiple 
identities such as her age, ethnicity, sexual orientation, religion, immigration experi- 
ence, disability, sense of belonging, formative influences, and more. Ms. Smith 
wanted to explore how intersections of Mrs. Lee’s multiple identities may have 
influenced Mrs. Lee’s conceptualization of family, gender roles, abuse, disability, 
help-seeking behaviors, as well as her needs and wants. 

Hence, Ms. Smith asked herself these questions: What do I think the client would 
wish that I would recognize/understand about her? How does the client identify 
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with history or parts of history (i.e., immigration, feminist movement, sociopolitical 
revolutions and dictatorships, civil rights movement, etc.)? Does the client have a 
sense of belonging to certain groups? If so, how is it manifested? Which significant 
experiences, if any, have shaped the client’s worldviews? Has any individual or 
collective trauma history occurred? What intersectionality of identities is embraced 
by the client? What identities are rejected by the client? By addressing these factors, 
Ms. Smith would move toward understanding, validating, and respecting the client’s 
unique feelings and experiences. 

As a relatively new practitioner, Ms. Smith has been getting supervision, and as 
part of this, she processes her cases with a clinical supervisor. Her clinical supervi- 
sor is a middle-age, Caucasian female. Ms. Smith has been making note of the times 
in sessions with her clients when she has experienced strong affective reactions to 
her clients. Ms. Smith’s caseload is becoming increasingly diverse in regard to cli- 
ent race and ethnicity. Her supervisor is assisting Ms. Smith to develop a deeper 
self-awareness of the intersection of her own identities and how memberships to 
different groups has affected who she is and how she views clients, including biases 
and stereotypes about clients. This work is often done during their supervision ses- 
sion in an honest, non-shaming atmosphere. Ms. Smith’s supervisor asked Ms. 
Smith to consider how her identities of a young, single, Caucasian, heterosexual, 
non-religious woman who is a US citizen without disability have influenced her and 
her views of a middle-age, married, heterosexual, Christian, Korean immigrant 
woman with a disability. Ms. Smith asked herself, “what biases and stereotypical 
beliefs do I have about Mrs. Lee?” In her work with Mrs. Lee, Ms. Smith began to 
deconstruct her biases, prejudices, and/or erroneous information regarding the cli- 
ent in order to move toward validating and respecting the client’s uniqueness. 

Ms. Smith’s clinical supervisor helped her to explore the power dynamic in the 
client-worker relationship. Ms. Smith had many privileges, personally and profes- 
sionally, to which Mrs. Lee did not have access. Ms. Smith realized her position of 
power while working with Mrs. Lee. For example, Ms. Smith was able to speak 
fluent English and communicate with anyone better than Mrs. Lee. Ms. Smith was 
knowledgeable of the community agencies that provided various services, and she 
did not have to consider whether the agencies would be physically accessible to her 
the way that Mrs. Lee did. Finally, she had the implicit power of being an American 
citizen. Mrs. Lee was worried that her husband would be deported if she called the 
police and her husband is arrested because she and her husband are not American 
citizens; she heard that the USA deports non-US citizens who are arrested. When 
Ms. Smith was aware of Mrs. Lee’s feelings and experiences with power dynamics, 
she was able to explore, validate, and respect Mrs. Lee’s perceptions of power in the 
client-social worker relationship. 

Moreover, Ms. Smith explored the power dynamics between Mrs. Lee and the 
macro systems in her life, including her church; the Korean American community, 
a geographical community where only approximately 5000 Koreans live in a city of 
300,000; the police; the courts; other governmental and nongovernmental agencies; 
and the larger American society. She took into consideration the various forms of 
power, privilege, and oppression when assessing and implementing interventions 
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with Mrs. Lee. Ms. Smith made sure to consistently apply the ethical principles of 
dignity and self-worth of an individual and self-determination by establishing a 
more egalitarian relationship with Mrs. Lee where power dynamics are acknowl- 
edged and addressed. She assured that what has been learned from Mrs. Lee will 
translate into action and an understanding of the client’s uniqueness will be reflected 
in her work with the client going forward. 


Concluding Thoughts 


Mental health practitioners who are serving a wide range of clients who experience 
abuse need to attend to the complex intersections of race, ethnicity, culture, disabil- 
ity, faith/spirituality, and abuse. Practitioners should be vigilantly aware of their 
own cultural affiliations and/or disconnections, their intersectional group member- 
ships, and how these influence who they are and how they view others. This is 
especially critical when working with clients who have beliefs, practices, or experi- 
ences that are very unfamiliar to the practitioner. Practitioners need to remain open 
to the idea that they cannot and will not know all there is to know about any given 
culture and what they do think they know is tentative and partial (Dean, 2001; 
Kumashiro, 2000). 

Practitioners can be open to hearing about their clients’ understanding and expe- 
riences of culture, including what pieces of culture their clients have embraced and 
what pieces have been rejected. Rather than knowing certain pieces of “knowledge” 
about a cultural group, it may be more important to understand who created those 
pieces of knowledge, through what lenses were they viewing the group, for what 
purposes did they create it, and what was not asked or explored in their study of the 
group. 

Because social conditions and problems are complex and multifaceted, using an 
intersectional framework to develop and analyze social policies has been recom- 
mended (Yamada, Rozas, & Cross-Denny, 2015). Similarly, in direct practice, an 
intersectional framework attends to differential levels of clients’ power and privi- 
lege related to their multiple, interdependent identities. A classic essay by Marilyn 
Frye (2007), “Oppression,” introduces the bird cage analogy, where the wires of the 
cage are the various systems of oppression that the bird (or person) experiences. 
Let’s consider Mrs. Lee. She is an immigrant, English is not her native language, 
she has worsening MS, she does not have economic resources independent of her 
husband, she is not a US citizen, and she is being abused. By removing only one 
wire of the cage (e.g., assisting her in getting support resources for her MS), the bird 
(woman) is still not able to leave the “cage”; rather, the other wires, such as lan- 
guage difficulties, inaccessible agency services, lack of financial independence, and 
escalating IPV, are still very real obstacles. Frye notes that we have to step back and 
view the whole cage rather than the myopic view of one wire of the cage, to “see that 
the bird is surrounded by a network of systematically related barriers, no one of 
which would be the least hindrance to its flight, but which, by their relations to each 
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other, are as confining as the solid walls of a dungeon” (2007, p. 157). Therefore, 
practitioners must see the whole cage, the intersections of power and privilege, and 
how these might contribute to clients’ social exclusion (Yamada et al., 2015). 

Furthermore, practitioners should go beyond the micro level and work to chal- 
lenge social structures and policies that marginalize populations based on their 
intersectional identities (Yamada et al., 2015). It is essential that practitioners are 
deeply reflexive about their own social locations and how these may influence the 
ways in which they are interpreting clients’ experiences and behaviors (Dean, 2001; 
Yamada et al., 2015). Dean (2001) cautions practitioners to be aware of their “cul- 
tural baggage” (p. 627), which influences how they interpret client’s values and 
behaviors. The case we presented about Mrs. Lee demonstrates the complexity of 
intersectional analysis to begin to understand the client’s uniqueness. The practitio- 
ner, Ms. Smith, is beginning to engage in the type of reflexive, respectful practice 
that is recommended by proponents of cultural humility and critical race theory and 
is consistent with the values and ethics of the mental health professions. 
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Chapter 7 
Tough Guys: Facing Violence Against Men 
with Disabilities 


Marsha Saxton 


Many studies, including those referenced in chapters in this book, have addressed 
the high rates of abuse and violence directed at women with disabilities (Curry & 
Navarro, 2002; Curry, Powers, Oschwald, & Saxton, 2004; Nosek, Howland, & 
Young, 1997). In contrast, few efforts thus far have addressed the issues of abuse of 
men with disabilities.' This piece addresses that gap, quoting extensively from qual- 
itative studies and memoir writings by disabled men, sometimes offering humor or 
irony, as well as dismay and trepidation, to give voice to the individuals and com- 
munities of men with disabilities about this difficult issue. 

The arena of abuse in provision of personal assistance for men with disabilities is 
the primary focus here. People with disabilities often need help. The realm of depen- 
dence upon helping can be emotionally charged, where the close proximity of pro- 
vider and recipient (often in the recipient’s home) may engender complex power 
dynamics invoked by the disabled persons’ need for help, resulting in abuse and vio- 
lence. Many in the public appear surprised by this revelation based on the assumption 
that those in the helping role typically are or should be kind and patient. However, 
discriminatory attitudes, along with other factors, intervene to cloud the realities. This 
arena of personal assistance also has potential for successful intervention by service 
providers and community educators, including self-help empowerment resources. 

The perspectives offered here reveal a great deal about disabled men’s relationship 
to crucial issues. These include disability, to receiving (formal and informal) assis- 
tance, to men’s relationships to masculinity, and to control, vulnerability, disclosure 





'The first study this author conducted (Saxton et al., 2006) about disabled men’s experience of 
abuse was initially rejected for funding by a federal agency. In their comments, federal reviewers 
questioned whether men with disabilities would talk about abuse. Quite the contrary, participants 
appeared highly motivated to discuss their experiences and perspectives—many indicated that this 
study was the first opportunity they ever had to talk about abuse in men’s lives. 


M. Saxton (È<) 

World Institute on Disability, Disability Studies Program, University of California, Berkeley, 
Berkeley, CA, USA 

e-mail: marsax @ wid.org 


© Springer International Publishing AG 2017 111 
A.J. Johnson et al. (eds.), Religion, Disability, and Interpersonal Violence, 
DOI 10.1007/978-3-3 19-5690 1-7_7 


112 M. Saxton 


of abuse, family dynamics, and the complexity of the helping relationship. Also 
briefly explored is the role of organized protest in changing policy and practice. Of 
course, abuse and violence can occur in other areas besides the interpersonal.” 

To orient the reader to these charged issues, several key concepts must be intro- 
duced as context for understanding the nature and impact of abuse in the lives of 
men with disabilities. These include exploration of personal assistance, male social 
conditioning, and the emotional/ social impact of abuse on the individual, which we 
describe as internalized oppression. 


Getting Enough Help: Personal Assistance for Disabled 
Persons 


Approximately 10 million people in the USA require assistance in the home or other 
settings, such as at work or school, to enable their well-being and survival and opti- 
mize functionality (Powers et al., 2002). Within the disability community, provision 
of assistance is called Personal Assistance Services (PAS), a central component of 
the Independent Living Movement to enable people with disabilities to live self- 
directed lives outside of institutions. Personal Assistance Services are defined as 
“one or more persons assisting another person with tasks which the individual 
would typically do if they did not have a disability” (Litvak, 1987, p. 3). Depending 
upon the situation, the definition of personal assistance can be expanded to include 
anyone who provides necessary assistance to an individual with a disability, such as 
bus drivers, store clerks, sign language interpreters, and service providers of any 
kind who happen to interact with disabled people requiring assistance throughout 
their lives, in public or private settings. People in the helping role may be referred 
to as personal assistants (PAs), personal care assistants (PCAs), attendants, homec- 
are workers, caregivers, or aides. The people with disabilities receiving help might 
be described as “consumers,” “care recipients,’ or, more rarely, in resistance to 
medicalization, as “patients.” (This variation in naming is represented in the quotes 
from research participants.) 

The majority, or 79%, of community-based PAS are provided by unpaid, infor- 
mal providers, while approximately 11% of users receive a combination of paid, 
formal services and informal services, and only about 10% receive exclusively for- 
mal, paid services (Rutgers University Bureau of Economic Research, 1990). 
Access to quality PAS is a critical requirement for personal independence and com- 
munity living (Litvak & Kennedy, 1991). When abuse occurs in the PAS relation- 
ship, disabled people’s abilities to engage in daily life activities are compromised 
along with their personal health and safety. As mentioned, the seriousness of abuse 
from care providers has been primarily documented for disabled women (Curry 
et al., 2004; Saxton, 2010). 





? Readers interested in hate crime, stranger violence, or elder abuse, not addressed here, are directed 
to the section titled Further Readings, at the end of this chapter. 
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Studies of abuse in provision of help reveal physical, sexual, violence, financial, 
and verbal abuse, medication manipulation, equipment disablement or destruction, 
neglecting to provide needed services, and abuse of children and pets (Powers, 
et al., 2002; Saxton et al., 2001). Numerous barriers exist to address abuse, includ- 
ing difficulty recognizing it as abuse, shame, lack of emergency backup services, 
fear of institutionalization or removal of children by social services if abuse were 
reported, and lack of accessible abuse resources such as crisis intervention, support 
groups, and domestic violence shelters (Saxton, 2009). 


Male Conditioning 


From childhood to adulthood, men in our society are socialized to hide vulnerability 
and evade showing emotions. Independence and autonomy, the attitude of “do it 
yourself,’ are highly valued as prized masculine traits. Classic literature, cultural 
lore, and Hollywood movies elevate images of men as brave soldiers, action heroes, 
and tough guys. While values vary among subcultures and generations, generally 
the high achievement of being “cool” as a man in recent decades has meant to be 
detached and distant (as in wearing sunglasses to evade eye contact and cover facial 
expression), thoroughly independent, and immune from vulnerability. 

A substantial literature on gender has explored the social and emotional experience 
of maleness and the impact of masculine stereotyping on the lives of men (Connell, 
1995; Kimmel, 1996; Pease, 2002; Whitehead, 2002). Common stereotypes of maleness 
(i.e., that men are or must be strong, independent, dominant, stoic, etc.) may confound 
social assumptions and myths about disability (i.e., that disabled persons are passive, 
dependent, burdensome, suffering, etc.) leading the public, including helping 
professionals, to misunderstand disability as it intersects with gender, particularly with 
maleness (Shuttleworth, Wedgewood, & Wilson, 2012). Adding the need for assistance 
for survival and well-being to this mix appears to further confound this gender role. Thus 
men with disabilities are caught in a bind. They may need assistance, perhaps revealing 
physical weakness, thus needing assistance with their bodies, perhaps for their very 
survival. Yet they are also compelled by social values to not need this help, or at best, to 
minimize this need, perhaps to “get by” with as little help as possible. 


Violence Against Men with Disabilities 


When the receipt of help is further complicated by mistreatment from providers of 
help, men with disabilities are really caught in a bind. To admit their inability to 
resist or handle abuse, to disclose the abuse to others, or to reveal the fear of continued 
abuse is to admit helplessness and need for even more help. 

Despite some authors’ critiquing the lack of writing and research about maleness, 
masculinity, and disability (Shakespeare, 1999), this situation appears to persist, 
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particularly in comparison to the rich literature by and about women with disabilities. 
Cultural assumptions tend to regard men as perpetrators of domestic violence and 
abuse, rather than as victims. Several studies examining Adult Protective Services 
(APS) data suggest that men with disabilities are less likely to be abused than women 
with disabilities (Allington, 1992; Turk & Brown, 1993). But these findings likely 
underrepresent the experiences of men with disabilities, who may be reluctant to 
report abuse to service providers, including APS, or even to trusted friends. 

In another study of physical abuse, the ratio of male to female victims was found 
to be a reverse of expectations: 56% of males reported experiencing abuse compared 
to 44% of females (Marchetti & McCartney, 1990). In their review of 85 confirmed 
cases of sexual abuse among persons living in staffed housing, Brown, Stein, and 
Turk (1995) found that men with developmental disabilities were equally likely as 
women with developmental disabilities to experience abuse. Sullivan, Brookhouser, 
Scanlan, Knutson, and Schulte (1991) note that males with disabilities constitute a 
larger percentage of victims of violence and abuse than would be expected from 
studies of the general population. These findings reveal a possibly hidden but danger- 
ous misassumption that men with disabilities are less vulnerable to mistreatment by 
virtue of their maleness, ignoring the significant impact on power dynamics inherent 
in the disability experience, regardless of gender. This misassumption results not 
only in men with disabilities being left out of services and resources to challenge 
abuse but also keeping them exposed to continued abuse. Language employed in this 
arena, such as “domestic violence” and “domestic partner violence,’ has come to 
imply violence against women, not inclusive of abuse directed to disabled persons, 
including men, who are mistreated by caregivers. 

In a community-based study of PAS abuse that included disabled male partici- 
pants, Ulicny, White, Bradford, and Mathews (1990) surveyed 91 male and female 
users of 15 randomly selected Independent Living Center attendant services pro- 
grams. Participants were asked to report their frequency of financial exploitation by 
PAS providers, their responses to previous exploitation, and their engagement in 
behaviors hypothesized to be related to theft by providers, such as letting their pro- 
vider buy medication, charge items to their credit card, or have a key to their home. 
Overall, 40% reported financial abuse and 10% reported physical abuse, with all 
participants who reported physical abuse also reporting experiencing financial abuse. 
Twenty-five percent said they did not confront the provider because of fear of retribu- 
tion, and 19% overlooked the exploitation to avoid having to locate a new provider. 


Men Defining and Describing Abuse* 


How do men with disability define abuse? Research participants (Saxton et al., 
2006) were asked to attempt to define what they considered to be “abuse” and to 
give examples and anecdotes of abusive behaviors of providers. The most common 





3All quotes from focus group and interview participants were taken from We’re All Little John 
Waynes (Saxton et al., 2006). 
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and often the first example mentioned was not showing up for work in the PAS role. 
For many disabled people, this constitutes endangerment, as one participant stated: 
“Not showing up is abuse because your life depends on that. It literally does at 
times.” 

Participants raised the issue of physical abuse, including rough handling, with or 
without intent to harm, the extreme being violent assault. One participant told a ter- 
rifying experience. 

He and I got into the verbal altercation... so he thought he would put me in my place by 

throwing me up on the back of the chair, then letting me hang there. I’m on a ventilator... I 

had already been off for an hour and a half, and I was getting winded . . . he just kept 


screaming at me, [forced me] to apologize to him . . . [with me] hardly able to breathe, and 
I’m supposed to apologize to this guy. He really scared the hell out of me. 


Other examples of behaviors that could result in physical injury were neglect, 
inattention, or acting irresponsibly with regard to safety or health concerns. One 
participant described a hurtful incident: “An attendant dropped me because he really 
wasn’t paying attention, and I broke my leg in the fall. Whether or not it’s consid- 
ered abuse, it’s harmful. A lack of focus or attention can result in severe physical 
damage” (p. 6). Participants with communication disabilities from one focus group 
offered a series of descriptions for hurtful behavior from personal assistants: 
“Hitting; bad names, name calling; mad, real mad; they push me ... I hit the con- 
crete with the head; they call me stupid; nobody help me get out [in a fire drill].” 

Other examples of practices men in this study considered abusive included being 
rushed to eat or required to go to bed too early (to enable the attendant to leave earlier), 
which could have serious health consequences for a disabled person. Participants gave 
examples of poor performance of job duties, which might constitute “abuse,” such as 
withholding care or information (e.g., not informing a man with lack of sensation of a 
bed sore) or failing to notify him of medication or supply needs. 

The unique nature of the job of personal assistance requires sensitivity and 
awareness of bodily comfort in the context of intimate care. Many participants men- 
tioned bathing and toileting as an arena where abuse might arise, as seen in the 
following comment: “A caregiver who’s got a washcloth and he’s cleaning your 
groin and doesn’t pay attention and scrunches your testicles. Now, that’s abuse” 
(p. 6). These behaviors reveal how inattention, neglect, or ignoring essential needs 
can result in injury equivalent to physical violence. 

Participants described examples of emotional, mental, and verbal abuse, including 
shouting, insults, threats, and oppressive comments about disability, patronizing com- 
ments, or negative attitudes, as this man stated: “From time to time I'll get an oddball 
caregiver that makes my problems worse by reminding me that I’m disabled, that I’m 
not capable of doing things. And that I should try harder or whatever.” 

Power and control struggles in the employee/employer relationship were 
described as a source of potential abuse, where a provider’s attitude that he “knew 
better” about care practices could result in conflict and lead to poor care. Participants 
gave examples that included manipulation, blackmail, gossiping to other care providers, 
or in the case of a consumer having two or more assistants, one of them attempting 
to parlay undesirable tasks off onto the other worker. 
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Participants described many examples of financial and material theft, including 
of cash, credit cards, stereo equipment, other valuables, as well as medication, using 
the man’s phone for 900 sex calls and forging checks. Misuse of ATM cards was the 
most common complaint. “They have the run of your apartment when you sleep,” 
one participant said, leaving the man vulnerable to theft. Abuse, theft, or misuse of 
medical or adaptive equipment, such as wheelchairs or respirators, was also men- 
tioned. Providers coming to work drunk and using illegal drugs before or during 
work hours were likewise defined as abusive. 

Mike Larkin, in Sticks and Stones: Disabled People’s Stories of Abuse, Defiance 
and Resilience, told the story of the challenge of finding a short-term substitute PA 
when his regular assistant needed to travel and that the substitute showed up for 
work significantly intoxicated (Saxton, 2009). Mike, still in bed, having to confront 
and manage this drunk worker’s initial denial and then eventual admission of his 
compromised state of mind, revealed: 


I felt my jaw clench and an inaudible growl come to my throat. I said, “Charlie, ’ve seen a 
lot of people drunk, been there myself. You look like you’re drunk.” ...Charlie crossed his 
arms, and swayed, made a purse of his lips, a comic version of serious. He said, “I don’t 
drink.” He turned back to the bathroom, knocking his shoulder on the door jam, splashing 
water out of the wash pan and almost falling down. [When] Charlie returned, [he] said, “I 
have a small drinking problem.”... I felt relief. The truth was out. I said, “I’m glad you told 
me. Being honest is the first step. But you can’t work for me. You’re fired... Okay, you can 
go now.” Charlie stood there, head bobbing. “What about my check?” he asked belligerently. 
(Saxton, 2009, p. 41) 


Participants mentioned the “trade-offs” they often felt subjected to, where the 
great need for workers in a limited workforce required men to accept less than 
acceptable traits in workers. When asked about sexual abuse, many of our partici- 
pants, including those very vocal in other areas, were reticent, as if reluctant to 
acknowledge such a charged and painful issue in a group. 

One man said, “I can’t even imagine sexual [abuse]. I would probably kill the 
person.” Several told of childhood experiences of sexual abuse, and all agreed that 
any kind of inappropriate sexual advance could be considered “abuse.” As expressed 
by one participant: 

When I was in an institution for 10 years, I got sexually abused. I was at, like, twenty different 


foster homes. . . you know, it may not happen to many other men, maybe one in five hundred. 
I’m just one of those that it has happened to. 


Over a million people with disabilities, particularly elders, continue to live in 
nursing homes and other institutions (George Washington University, 2017). David 
Ricks, a man with multiple sclerosis and an amputee, wrote of the system that 
trapped him in an abusive nursing home setting that prevented his leaving. 
Understaffing resulted in him rarely leaving his bed, let alone the facility. Despite 
the Olmstead (Federal Supreme Court) Act of 1999, which requires US states to 
develop community services to enable people with disabilities to live outside of 
institutions, most states have failed to comply. Ricks wrote: 


I told the administrator here that I wanted to leave. She said, “Yeah, you can go against 
medical advice anytime you like. We’re not holding you here as a prisoner.’ The truth however 
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is that I can’t leave on my own because they have my disability check and I have nowhere 
to go. I desperately want to leave this prison-like place because I am an innocent man. . . I 
want people to know how a person can fall into a slot so deep inside these prison walls and 
so unimaginable that they no longer feel human. (Saxton, 2009, p. 111-112) 


Most men felt strongly that definitions of abuse should include systematic mis- 
treatment by “the system” ranging from an impersonal and uncaring bureaucracy, to 
discriminatory and exclusionary social services systems, to the failure of congress to 
enact the legislation that supports PAS services, as this participant described: 
“The scariest type of abuse there is ...being abused by our government, whether it be 
state or federal, abused by the system, to me, that’s worse than getting beat up.” 

Participants commented on the difficulty of defining abuse. Many indicated that the 
lines, boundaries, and levels of tolerance of abuse result from widely varied personal 
histories and backgrounds. Also, as one man stated, the definition of abuse “can depend 
on the extremity of the disability or need.” He felt that he himself being handled some- 
what roughly wouldn’t constitute abuse unless harm was intended but that he knew it 
could be experienced as “abusive” for some disabled men despite its intent. 

Many participants felt mistreatment to be a fact of life for disabled men in receiv- 
ing assistance; their challenge was to determine what they could not handle as the 
criteria for calling it “abuse.” As one man said, “I need to decide for myself what is 
an acceptable level of abuse and what types of abuse are and aren’t acceptable.” 
Many agreed that abuse can sometimes be subtle; one can be unaware of or become 
accustomed to it, as one man stated: “Neglect, passive aggressive behaviors, not 
listening, deliberately not following directions... You may not be aware of it. If 
you’ve lived with it for years and years, it may just go right over your head.” Another 
participant reflected on the difficulty in recognizing abuse when it’s happening, 
pointing out that disabled individuals sometimes come to the realization that their 
caregivers have crossed the line only after they have left and gone home. 


Contributors to Abuse and Barriers to Change 


Participants were asked to discuss the range of contributing factors to abuse as well as 
barriers to challenging, disclosing, intervening in, or preventing abuse. Responses fell 
into three main categories: societal barriers, interpersonal difficulties and disclosure 
issues (Saxton et al., 2006). 

Societal barriers mentioned were discriminatory attitudes and social practices 
toward disabled people that enabled or encouraged others to objectify, disrespect, 
marginalize, or underserve them. As one man said: “Abuse of people with disabilities 
is a systemic process...with little or nothing to do with the individuals involved... 
it’s the way we treat people with disabilities and care providers...[neither] are valued 
in our culture.” 

Participants shared many stories of PAS workers demonstrating such negative 
attitudes and how they could be internalized by disabled men, enabling the abuse to 
go unrecognized or unchallenged. A critical reason mentioned about PAS workers 
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getting away with abusive behavior was the feeling that disabled men can be easily 
discredited. Also, few participants felt that calling the police could have any value 
because “the cops won’t do anything.” One participant recalled in previous years 
looking to police for concern about him as a disabled person, but he felt that this 
support was unavailable due to increasing crime and social stress. 

Participants cited many predisposing factors in abuse, including lack of adequate 
PAS, particularly in rural areas, and poor transportation resources. Frequently men- 
tioned was low funding, the cause of the low wages and poor or nonexistent benefits 
for providers. Participants talked about how low wages affect recruitment, avail- 
ability, and retention of good workers, while also impacting self-esteem of consum- 
ers, as this participant described: “Like when you have a bowel movement in your 
pants or in the bed...to ask someone to help you get cleaned up if they are only 
going to get six, seven bucks an hour.” 

Participants spoke of how low wages and benefits affect recruitment and reten- 
tion of workers and how this affects quality of care. Participants frequently asserted 
that low wages for providers resulted in poorly qualified workers, which was then 
strongly connected to potential for abuse. Participants also cited insufficient hours 
allocated by agencies to complete the tasks, which could stress a provider, lead to 
“provider burnout” and predispose them to abusive or negligent behavior. 

Some participants blamed the lack of response to abuse on the “medical model” 
of disability, which they said tends to ascribe individual physical and medical causes 
for any of the difficulties of disabled people, while ignoring social or environmental 
factors (Meekosha & Shuttleworth, 2009). Participants said that the “attendant 
knows best” attitude in some providers arises from a medicalized view of disability, 
with the disabled man cast in the “patient” role and the provider as the nurse-in- 
charge. In contrast, participants described the “social model” or “disability minority 
model,” which takes into account the effects of societal discrimination and socially 
imposed barriers (ibid). 

Fear of institutionalization was mentioned several times as a factor in some 
men’s settling for less than acceptable PAS. Several participants expressed concern 
about the outcome of abuse studies, referring to legislation in some states that 
attempts to protect disabled people by controlling and limiting the consumer- 
directed PAS system: 


Studies like this are very helpful, [but] in the wrong hands, they could potentially make it look 
like... “we need to jump in there and protect these poor little crippled people.’... We have to 
be careful that that isn’t misinterpreted by some well-meaning legislator ... and used against us 
... you know, try to limit and tell us who we can...and who we can’t have work for us. 


Frequently mentioned was the lack of choice many PAS users have in who they 
may have work for them. Many participants expressed strong preference for work- 
ers from their own ethnicity and cultural background, who could understand their 
lifestyle and choices. But this isn’t always possible in the available workforce. 
As one participant stated: 


Being a gay disabled man makes it tricky in hiring a new PA. Do I disclose that I am gay in 
the ad? When I have, I’ve gotten some weird replies, sometimes abusive, as if I’m trying to 
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hook up or something. If I don’t disclose, will I have to deal with their anti-gay stuff later 
on? It’s not like there’s a pool of gay-friendly PAs out there looking for work. 


Several participants utilized PAS agency programs that assigned them their pro- 
viders (as opposed to consumer-directed recruitment where consumers interviewed 
and hired their own workers). They complained that this kind of agency control 
prevented them from addressing abuse factors. Participants spoke of homecare agen- 
cies referring incompetent workers and even drug abusers. Several participants com- 
plained angrily that social workers or other agency staff people ignored consumer 
pleas about abusive workers, as one man said, “Case managers are the abusers who 
are supposed to be monitoring the abuse but [they] ignore it or rationalize it.”. 

In a story dictated to his grandson, an elderly disabled man told of abuse and 
neglect by family caregivers. He went on to reveal how his church community inter- 
vened to assist him in handling this abusive home situation: 


“A lady named Louise came over and said she could tell it wasn’t going that well. [““There are 
signs,” he said, though he was unable to identify them in his story.]” She said she could help 
me find a better living situation. She also told me about the Senior Center, and that they 
could send a van over to pick me up. 


This man’s transition to an assisted living facility was successful by his own account, 
a positive example of a religious community’s alertness to signs of abuse in the 
home being instrumental in ameliorating the abuse (Saxton, 2009, p. 46). 


Interpersonal Barriers 


Interpersonal barriers to stopping abuse described by participants included lack of 
individual knowledge about abuse resources, shame and embarrassment at need- 
ing help, shame about body image or function, feelings of being a burden to one’s 
family, and fear of retribution or retaliation by the provider. Some participants 
referred to a “victim attitude” that could make a man even more vulnerable to 
abuse. Many participants expressed an attitude of despair: nothing can be done 
about abuse. In addition to these barriers, three main themes emerged regarding 
their experiences. These related to male socialization, family as caregivers, and 
disclosure issues. 


Male Socialization 


Several participants described male socialization as a barrier to adequately recog- 
nizing or addressing abuse issues. As one man said: “Our society doesn’t see either 
group [disabled men or PAS workers] in a particularly partial light. It doesn’t 
provide a lot of support but has high expectations of independence and being 
macho. ..We’re all little John Waynes.” 
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Several participants identified male anger, instigated by either the consumer or 
the provider as a contributor to abuse. “You get into the testosterone battles where... 
it’s who’s going to win?” said one participant. Another described this tendency as 
“ego-testicle” where the interaction with PAS workers became a male battleground. 
One participant identified the difficult learning curve of consumer-directed PAS and 
its potential for conflict, especially for younger or less-experienced PAS users: 


Younger disabled [people] do not understand how to control their attendant...the attendant 
becomes like almost their leader. When you [begin to learn to] transfer that power structure 
from the attendant to [the consumer] there’s a power conflict...you transfer it to the disabled 
man and the conflict’s over. 


Family Care and Abuse 


Many participants described dependence on family providers as a potential arena 
of abuse, giving many instances of complex interpersonal family dynamics. 
Participants spoke of their own guilt, feelings of failure, or fear of being a burden. 
The issue of “trade-offs” emerged prominently for those using family care provid- 
ers. The advantages were many: the convenience when family care providers lived 
with the consumer; shared cultural preferences, such as for food; spontaneity of 
scheduling; dependability for emergency care; and, for many, free PAS, though 
sometimes family caregivers are paid. Many men said they felt they could depend 
on family more than paid assistance, that the genuine concern or love from family 
made them feel safer. However, the “cons” of the arrangement were numerous. 
Many men said family tended to be more controlling, imposed their own standards, 
and were more difficult to direct. With respect to a family member providing PAS, 
one man said: 


Even if it’s the same contract, same salary, everything [the] same, it’s never the same rela- 
tionship [as with a non-family member.]. It’s much harder to criticize a member of the 
family that’s working for you than the paid worker . . . much harder to fire. 


Some participants spoke of settling for less than adequate care in order to gain 
access to other loved ones. One man described his situation where he hired family 
members (whom he felt exploited his situation for the money and still provided poor 
care) as the only way to be close to the children he loved. “I love having my grand- 
daughters around,” he said, “so I’m going to go ahead and be used and neglected... 
It’s a trade-off.” 

Several participants spoke of family members attempting or succeeding in inter- 
fering with the PAS consumer-provider relationship, as in this recollection: 


My mom took one of my caregivers aside while they were cleaning up in the kitchen and 
told her “Now, you remember you're in charge.” She meant [well.] I quickly made a big 
joke out of it, but let the caregiver know that that wasn’t the case. 


Participants spoke of their difficulties in feeling like a burden, even so family 
members are expected to “take care of [their] own.” Several participants told of feeling 
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caught between imposing on family members and having no alternative but to 
depend on family. 
My daughter resented having to do my care...but I—we’re stuck. What do we do?...I feel 


mortified that I have to do this. But I’ve got to get on with, things. How do you carry that, 
deal with it? It’s tricky. 


Disclosure Issues 


Disclosure of abuse was a crucial issue that emerged in our groups. Participants 
spoke of ambivalence about reporting. “You know men,” one participant said, 
addressing the rest of the focus group, “I don’t imagine a whole lot of us would be 
willing to admit to, let alone actually discuss, a physical abuse situation. But there 
are cases out there.” Another spoke up, “Well, I’ve been struck once myself, actually 
a closed fist punch. So, you know it does happen. But, I never knew who to go to... 
or who to talk to.” 

The men spoke passionately about the culture of male ethics that prohibits men 
from complaining or “squealing.” That would be showing vulnerability, being a “wuss,” 
“acting like a girl,” participants admitted. Many participants stated their belief that, if 
men were to attempt to disclose abuse, as in the following case, by a female provider, 
no one would believe them. As one participant poignantly commented: 


You are supposed to be in control, and you’re not. And people will not believe you. If I said 
my [female] attendant smacked me upside the head—“Oh, yeah, right. Sure.” They won’t 
believe me, as a man, that a woman [abused me]. It just wouldn’t sound right. 


A participant with cognitive disability said that he was blamed for his mistreatment: 
“They throw water at me. It makes me mad. My boss says my problem. [Moderator: 
Does that make you feel like you are not believed?] Uh-huh.” 

Participants expressed that men were expected to “just take it” and, further, that 
nothing could be done, so why should they disclose abuse? They were also keenly 
aware of society’s imposition on men to be able to defend themselves, to know how 
to themselves, if physically attacked. “We are supposed to be able to punch them 
out,” one participant stated. “[But] I can’t punch them out. It’s very emasculating ... 
to tell somebody, ‘I was abused by this person.’ [Disabled] men have a tendency to 
just swallow it and stay silent.” 

Aspects of this male ethic actually served to protect perpetrators of abuse, as this 
participant described: 

We have a new disabled crime victims’ initiative in this state, but there is a tendency...for 

the disabled person [not to] want to report it...one of my last attendants stole money I just 

didn’t want to report it. I couldn’t see myself putting my friend, AII call him my friend— 


through a court process, [with] him in jail; he had a son, and, it was like, it would have been 
my word against his. 


The structure of services available to disabled people may exacerbate reluctance to 
disclose. Several participants utilized home health agency programs that assigned 
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them their providers (as opposed to consumer-directed recruitment where users 
interview and hired their own workers). The men complained that this kind of 
agency control discouraged disclosure. For example: 


If we keep on going back to the agency...telling them that this person is not working out, it 
makes us looks like we’re a problem client. There comes a point in time when we’re afraid 
to speak out... You go back and say you’ll give [an abusive provider] a second chance, and 
that second chance turns into ten chances. Fear of being institutionalized can figure greatly 
in the reluctance to report abuse: Adult Protective Services—there is a real danger when 
you go to these people. ..they think that their answer to protect the disabled person is to take 
them out of their house and the next thing they find themselves in a nursing home...They 
look at it as poor victims who need to be protected...they take your independent life...and 
put you in a disabled person’s prison. 


Coping Mechanisms: Responses and Reactions to Abuse 


What was it like for these men to discuss, even consider, issues of abuse? Participants 
talked about their reactions and responses to abuse and mistreatment and how they 
handled it. They spoke of difficulties verbalizing their feelings or thoughts in rela- 
tion to the issues of abuse. They discussed the complex issues for the disabled 
male’s failure to meet cultural standards of the male role. Participants spoke of 
“machismo,” which discourages the showing of emotion and vulnerability, or of 
needing any help. Disabled men do require assistance and may indeed be 
vulnerable. 

Some spoke of difficulties acknowledging the need for help and asking for help, 
both for disability accommodation and abuse intervention. Several participants 
were large or tall men, which they said made them feel additionally humiliated in 
their experience of vulnerability. They couldn’t punch out the abuser, but still felt 
expected to be able to do so, and were caught in the bind. This loss of “manhood” 
was perceived as the disabled man’s fault, as one participant said in reflecting on an 
incident: “Why did I let it happen? It’s my mistake because...I should see that com- 
ing or I should do some action or I shouldn’t be in this kind of position.” 

Several men indicated a willingness to restrict their lives, reducing their activities 
and expectations, trying to need fewer things, reducing their standards for quality of 
care rather than get help, and thus reducing feelings of vulnerability and the likelihood 
of any power conflict. Some participants mentioned isolating themselves as a typical 
male coping mechanism and of the difficulty of doing this as disabled men. “I can’t 
isolate. God damn, I want to isolate,’ one man exclaimed. “The longest I can be away 
from people is until I fill this [urine] bag.—That’s a pisser...Why do you think men 
go fly-fishing, honey? It’s not only to get away from women. It’s to get away from 
other men too.” 

Several participants employed the perspective that “it could be worse.” As one 
pointed out, “Adequate caregivers are hard to find, you know, be thankful you at least 
have your pants on.” Passively accepting one’s fate was mentioned by participants 
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who stated they were “willing to be flexible,” “willing to let it ride,” and “live with it,” 
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with some saying they would be willing to tolerate mistreatment even to the extreme. 
“T resolved to myself that I’m going to get abused,” one man stated, adding: 


I’m not going to have a perfect life . . . and knowing that, it makes it easier for me to identify 
abuse and what’s tolerable to me. There’s some behaviors I will accept and some that I 
won’t ... And I try to remind myself to look at the big picture. 


Participants spoke of the lack of attention to this issue of abuse in general and 
specifically in the disability community and even in Independent Living Centers 
that coordinate PAS. Many participants indicated that there was considerable fear 
about this issue among disabled men but that it was rarely acknowledged, even 
among close friends. A few participants speculated about how disabled women han- 
dle abuse issues. Some revealed assumptions that disabled women are better at dis- 
closure and better at organizing and creating resources. 


Strategies for Responding to Abuse 


Lastly, participants were asked to describe their strategies for responding to or han- 
dling abuse. As one man summed it up, “We can’t reciprocate with punching some- 
body out. One avenue that was once available is no longer available. You have to 
learn alternative methods to deal with when you have been abused or insulted.” The 
men were vocal about how they managed their situations, rarely accepting a passive 
role despite the recognition that abuse was a part of their lives. Many revealed an 
underlying strategy to try to take control or take action even if that meant determin- 
ing what mistreatment one would have to tolerate. Taking action could consist of 
building abuse awareness and knowledge through public education; taking protec- 
tive steps, such as pursuing criminal background checks for new employees; install- 
ing locking systems that could be easily changed; and utilizing a secure banking 
system that prevented theft. 

Good employee management or being a responsible boss to providers was sug- 
gested as the best way to avoid abuse in the first place. This could include good 
communication between consumer and provider, careful supervision, drawing up a 
contract in the beginning of the employee/employer relationship, and then revisiting 
agreements. Several participants recommended being willing to be listener to their 
providers as well as expecting them to listen. 

“If they’ve got a legitimate bitch or a complaint, let them speak it out while they 
are doing my care because they get it off their chest,’ one man said. “And if I’ve had 
a bitch or a complaint, I can get it off my chest ... that might be a little therapeutic 
for both of us.” 

But others employed the opposite solution, recommending a “professional distance” 
from the worker, as this man revealed, along with the emotional cost: 


I try to keep my interactions with attendants down to a minimum. ..I also realize that there 
is a sense of isolation I have to confront. Loneliness that the other person isn’t there... But I 
pretty much decided I’d rather take the loneliness than to have to deal with somebody 
screwing with me. 
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Participants suggested resources for consumers in improving their PA management 
skills, including training, support groups, use of mentors, and peer counseling. 
Several participants emphasized the importance of having backup providers. Many 
emphasized the importance of community, a sense of connection with others with 
whom to share and check in with. Many spoke of looking out for each other in the 
community and of finding help and support from faith-based organizations, media- 
tion services, and therapists. In his life story, Willem Bester, a survivor of extreme 
childhood physical abuse by multiple family members, told of finally finding com- 
munity in his church. He quoted Psalm 139: 13-18, in which he found a transcen- 
dent perspective on his body and his existence: 

For you created my inmost being, you knit me together in my mother’s womb. I praise you 

because I am fearfully and wonderfully made; your works are wonderful, I know that full well. 


My frame was not hidden from you when I was made in the secret place. When I was woven 
together in the depth of the earth, your eyes saw my unformed body. (Saxton, 2009, p. 18) 


Another participant had the following suggestion: 


Maybe we can think about how to be watchdogs for each other in the disability community, 
caring about each other, and when we see something going on with somebody, try to be a 
support.* 


Many participants felt strongly that disabled people should work for improved con- 
ditions for workers by supporting unionization or increased wages and benefits, better 
provider recruitment, better training, and provision of emergency backup services. 


Discussion and Summary of Results 


Men with disabilities clearly indicated that abuse occurs for disabled men who use 
personal assistance. Sources of abuse included not showing up for work; physical 
violence including rough handling; neglect; inattention resulting in injury; being 
pressured or rushed; and poor performance of job duties, such as withholding care 
or crucial information or failing to notify the consumer about medication or supply 
needs. Financial and material theft was described as a common abuse. Other forms 
of abuse included the use of illegal drugs and alcohol by providers on the job and 
lack of sensitivity or awareness of bodily comfort in intimate care. Emotional and 
verbal abuse included shouting, insults, threats, oppressive comments about disabil- 
ity, patronizing attitudes, and negative comments. Sexual abuse included unwanted 
sexual advances and pressure to participate in an unwanted sexual contact. 
Boundaries and levels of tolerance of abuse varied with men’s personal histories 
and backgrounds. For example, rough handling could be interpreted as frightening 
and dangerous or as ordinary male camaraderie. Many participants described 





4An example of an online forum that anyone can access is Daily Strength—Gay Men’s Challenges 
Online https://www.dailystrength.org/group/gay-men-s-challenges. 
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mistreatment as a fact of life to be endured or tolerated. Abuse could be subtle so 
that one could be unaware or accustomed to it. 

Abuse was described as stemming from both societal and interpersonal causes, 
including discriminatory attitudes and practices, lack of willing workers related to 
low pay and benefits, lack of access to PAS management knowledge and resources, 
male socialization, embarrassment, and retribution by the provider. Participants 
indicated that societal views of disability, which tend to ascribe physical and medi- 
cal causes to the difficulties of disabled people, ignore social and environmental 
factors that contribute to abuse. Family care provision was identified as a potential 
source of abuse due to caregiver burnout, complex interpersonal dynamics around 
boundaries and control, and difficult “trade-offs” required of consumers in settling 
for less autonomy and care in exchange for addressing other needs. 

Disclosure of abuse was identified as a significant difficulty for men with dis- 
abilities. Factors that influenced their decision about whether or not to disclose 
abuse included resistance to revealing vulnerability; ambivalence about reporting 
due to protecting the provider; having to deal with bureaucratic processes; concerns 
about negative consequences, including institutionalization; and the “male ethic” of 
not squealing or complaining. 

Men discussed difficulty verbalizing feelings or thoughts, some attributing this to 
“machismo,” which discourages men from revealing emotions or vulnerability. Some 
talked of feeling shame and self-blame in failing to meet cultural standards of man- 
hood. They spoke of an attitude of submission or settling for what help they could get 
and that it could be worse. Some men indicated a willingness to minimize their lives 
or isolate themselves in order to avoid needing help, thus reducing the potential of 
being abused. Many spoke of the lack of attention within the disability community 
and the larger society to abuse of disabled men. Some compared disabled men to 
disabled women, admiring the degree of disclosure modeled by disabled women. 

As strategies to address abuse, participants suggested learning alternate methods 
of power dynamics to using physical force when responding to difficulties. Some 
spoke of protests and the use of community organizing for change. In Sticks and 
Stones, Mark Limont told of his spontaneous act of civil disobedience at a bus 
stop—deciding to block a bus in his wheelchair when the bus driver refused to oper- 
ate the wheelchair lift on a city bus. Limont was emboldened to join in protest with 
other disabled activists in blocking a train in the Boston, MA, trolley system, which 
was out of compliance with federal law to make trains accessible. The protest was 
successful in gaining media attention and pressuring the transit authority to move 
ahead in the retrofit. Limont wrote, “I felt the truth of the saying that protest is the 
expression of your desire that things be different; resistance the activity of ensuring 
that will change” (Saxton, 2009, p. 137). 

Many participants wanted to increase societal awareness of abuse and resources, 
criminal background checks on PAS providers and having backup helpers, and 
building management skills. Some expressed concern about abuse of PAS workers 
by disabled employers. Many participants indicated that self-directed recruiting, 
hiring, training, and supervising one’s provider could reduce the likelihood of abuse 
because the consumer was clearly in charge. 
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Concern was expressed that further research documenting provider abuse of dis- 
abled people could potentially backfire. Portraying disabled men as hapless victims 
of abuse could be misinterpreted to imply that all disabled men are better served by 
medically supervised models of PAS. This could weaken or undermine the avail- 
ability of the range of consumer-directed services, which afford autonomy for dis- 
abled PAS users. 


Recommendations 


Abuse and violence directed at men with disabilities has the same devastating 
impact on men as it does on women with disabilities. Intervention and recovery 
programs are needed which encompass this population’s needs. The arenas of 
needed service development and further research are nearly uncharted. The issue is 
wide open for innovative ideas. Readers are encouraged to consider themselves 
“allies to men with disabilities’ and direct energy and ideas to this issue. 
Recommendations are offered here to service professionals and policy makers to 
end abuse and violence directed at men with disabilities. 


Expand Definitions and Employ Accurate Language of Abuse Domestic vio- 
lence and all other disability community and healthcare services must recognize 
that men with disabilities experience abuse in personal assistance relationships. 
Current definitions and the language used to describe domestic abuse must be 
refined and expanded to accurately include the various forms of abuse experienced 
by individuals with disabilities. For example, “intimate partner violence” and 
“domestic violence” are not generally considered to be inclusive of abuse in the 
disability services provider-consumer relationship and not inclusive of men with 
disabilities. 


Expand Community Services Disability services agencies should not ignore, 
but rather welcome the concerns of disabled men regarding abuse and violence, and 
seek input into prevention and intervention for men, including all genders within the 
GLBTQ range of identities. Peer counseling, a mainstay service of Centers for 
Independent Living, can begin to incorporate awareness and training for service 
providers about these issues. 

The full range of services, such as emergency backup PAS, shelters, crisis hotlines, 
provider screening and registries, veteran services, abuse-prevention education, 
support groups, and individual peer mentor programs are needed through Centers 
for Independent Living, rehabilitation facilities, and self-help organizations to assist 
men as well as women with disabilities in safety planning and addressing abuse. 
Safeguards for protection against theft by PAS providers of commonly stolen items 
such as credit cards, checks, keys, phones, durable medical equipment, and other 
personal possessions are needed. 

Community services agencies, including religious organizations, can begin to 
address this populations’ needs beginning with awareness raising among resource 


7 Tough Guys: Facing Violence Against Men with Disabilities 127 


people and welcoming the voices and concerns of disabled men. Service providers 
must never assume “they know.” Instead, they must seek substantive consultation 
with representatives and leaders of the target populations. 


Develop Abuse Awareness Education Training in accessible and appealing for- 
mat, culturally appropriate for a range of audience, should be made available for 
consumers of PAS that enable them to better recognize and respond to abuse. These 
could include PAS management skills, assertiveness training for appropriate and 
responsible self-directed and how it may intersect with abuse and violence issues. 
Training and educational materials also are needed for family providers. 

Training and awareness-raising educational resources, such as abuse recovery 
information, attractive social media such as YouTube videos, comic book-style 
media, Facebook sites, and so forth, are greatly needed for this community and their 
service providers. Such media need to be made fully accessible to people with dis- 
abilities, as well as appealing to age and cultural background, and available in 
multiple languages. An example of a training program is CAPE (Curriculum on 
Abuse Prevention and Empowerment), which addresses the abuse issues of men as 
well as women with disabilities (Saxton, 2010). CAPE is also available in Spanish. 

Training materials should address the systematic nature of disability discrimina- 
tory attitudes and how this may engender abuse and violence directed at this popula- 
tion. This is needed to counter the common assumption that abuse must be a 
personal, private, solitary problem, 1.e., “isolated incidents,” of mistreatment for the 
victim. 


Intersections and Gendered Services Community health agencies addressing 
men’s health, such as veteran’s services, senior health services, and gay and trans 
health programs,’ are in the process of becoming more inclusive of the unique needs 
of men with disabilities. The time is right to increase attention to abuse and violence 
prevention/intervention in the agenda for disability inclusion. Planning for pro- 
gramming must include the voices of disabled men from all relevant intersecting 
categories. The disability community’s slogan and priority message to services, 
“nothing about us without us!” must be heeded in order for programs to be effective 
for all categories of men. 


Conduct Research, Development and Dissemination Additional research, devel- 
opment and dissemination is needed to explore and document the extent and nature 
of disabled men’s experiences of abuse and violence. Specific areas for further 
investigation include (a) relationships between factors such as provider wages and 
benefits, consumer direction of PAS, availability of backup PAS, and the incidence 
of abuse; (b) appropriate methods for increasing men’s abuse awareness and disclo- 
sure; (c) community abuse services and resources; (d) the potential for “backfire” 
invoking restrictive measures intended to protect disabled people from the hazards 





5An example is the Anti-Violence Project—New York City http://avp.org/. AVP empowers lesbian, 
gay, bisexual, transgender, queer, and HIV-affected communities and allies to end all forms of 
violence through organizing and education and supports survivors through counseling and 
advocacy. 
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of autonomy; and (e) the impact of education on responses to abuse of people with 
disabilities by law enforcement, domestic violence, disability groups, and other 
community organizations. 


Policy and Practice Change Violent crimes and theft perpetrated against people 
with disabilities must be investigated and prosecuted to the same extent as crimes 
against any citizen. The criminal justice system must be educated to transcend 
discriminatory notions that mistreatment of disabled persons is ever justifiable in 
any context, including abuse perpetrated by family members. 


Improve Avenues for Abuse Reporting Easier, non-intimidating avenues for 
abuse are needed to enable disabled men to communicate with resource people via 
peer-run hotlines and online resources, such as chat rooms and discussion lists. 
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Chapter 8 

Breaking the Silence: Empowering Deaf 
and Hard of Hearing Survivors of Domestic 
Violence 


Teresa Crowe 


There are two things we know about survivors of domestic violence: (1) they are 
disproportionately more often people with disabilities than people without disabili- 
ties (Brodwin & Siu, 2007; Crowe, 2010, 2013, 2015; Curry et al., 2011; Drainoni 
et al., 2006; Healey, Humphreys, & Howe, 2013; Nosek, Foley, Hughes, & Howland, 
2001; Nosek, Howland, Rintala, Young, & Chanpong, 2001; Palusci, Datner, & 
Wilkins, 2015), and (2) when the survivors are individuals from ethnically, racially, 
and linguistically diverse groups, the negative effects of abuse are compounded by 
social, political, and cultural barriers (Anderson & Aviles, 2006; Crowe, 2010; 
Hamill & Stein, 2011; Healey et al., 2013; Johnson & McIntosh, 2009; Mechanic & 
Pole, 2013; Tjaden & Thoennes, 2000). To better understand how these two facts 
relate to Deaf and hard of hearing people as a collective, one must first learn how 
this community can fit into each category separately. Deaf and hard of hearing peo- 
ple are often considered disabled by people who espouse traditional medical and 
audiological perspectives (Brault, 2012; National Center for Health Statistics, 2016; 
United States Equal Opportunity Commission, 2008; World Health Organization, 
2011; Zelaya, Lucas, & Hoffman, 2015). They are also often considered to be a 
unique ethnic, linguistic, and cultural group (Barie, 2012; Holcomb, 2010; Johnson 
& McIntosh, 2009; Ladd, 2003; Ladd & Lane, 2013; Lane, 2007; Lindgren, 2012; 
Senghas & Monaghan, 2002). 
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Deaf and Hard of Hearing Individuals: Disability Perspective 


The World Health Organization (WHO) and the United States both define disability 
in accordance with the International Classification of Functioning, Disability, and 
Health (ICF) (Brault, 2012; World Health Organization, 2011). It defines disability 
in broad terms to describe impairments, activity limitations, and participation 
restrictions that an individual with a physical or mental health condition may expe- 
rience. In the United States, these broad terms are further narrowed to achieve vari- 
ous goals. The United States Equal Employment Opportunity Commission (2008) 
defines disability as a physical or mental impairment that limits one or more major 
life activities. Major activities include self-care, seeing, hearing, eating, sleeping, 
walking, standing, lifting, performing manual labor, bending, speaking, breathing, 
learning, reading, concentrating, thinking, communicating, and working. Having a 
disability that is documented is the first step for seeking accommodations, auxiliary 
services, or governmental benefits. The United States regards deafness as social 
welfare and public health phenomena rather than a social and linguistic minority 
group (Mitchell, Young, Bachleda, & Karchmer, 2006). 

In a 2014 national survey of 239,688 US citizens, participants were asked to clas- 
sify their hearing as excellent, good, a little trouble, moderate trouble, a lot of trou- 
ble, or deaf. Approximately 16.8% or 40,346 adults aged 18 years and older reported 
having trouble hearing (National Center for Health Statistics, 2016). Of those who 
reported trouble hearing, 57.4% were males and 42.6% were females. Approximately 
43% were aged 65 years and older. Of the respondents who reported having trouble 
hearing, 89.25% were white, 8.87% were Latino, 7.04% were African-American or 
Black, 2.85% were Asian, and .62% were American Indian or Alaska Native. 

Using a medical or disability perspective of deaf! and hard of hearing individu- 
als, the degree of hearing loss is important (Ladd, 2003). The degree of hearing loss 
is the yardstick by which individuals are measured to receive certain services and 
length and intensity of services. The disability perspective of deaf and hard of hear- 
ing individuals is viewed from the lens of a deficit of hearing, an inability to hear. 
Though this often does not sit well with those who consider themselves culturally 
Deaf, there are benefits to using this model under certain circumstances. 

In the United States, numbers of individuals within collective disability groups, 
such as the number of d/Deaf and hard of hearing individuals, matter. Policy makers 
and governmental bodies count individuals of all types to gain a snapshot of the 
breadth and scope of a particular issue. They use these figures to develop and imple- 
ment policies, which in turn lead to resource allocation for further study, develop- 
ment of interventions, evaluations, and program development. Prevalence statistics 
help to shine a light on issues that otherwise might be ignored. For d/Deaf and hard 
of hearing people, a 16.8% prevalence rate is significant (National Center for Health 





‘Using a lowercase d refers to an individual who is deaf (i.e., has a hearing loss), but does not 
identify as a member of the cultural group. Using an uppercase D refers to an individual who is 
Deaf and identifies as a member of Deaf culture. 
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Statistics, 2016). It puts the needs of d/Deaf and hard of hearing individuals into the 
policy arena, and that is a benefit. Government benefits, such as the Social Security 
Disability Insurance program, Supplemental Security Income program, and the 
Department of Rehabilitation Services, are offered to d/Deaf and hard of hearing 
individuals who meet their requirements. However, to qualify for these services, 
individuals must show documentation that they have a hearing loss. 

One of the difficulties in using the prevalence statistics for those who have “‘trou- 
ble hearing” is that it does not differentiate between those who consider themselves 
culturally Deaf and who use American Sign Language (ASL) as their primary lan- 
guage. Most respondents of the Census Bureau and to the National Health surveys 
who reported difficulty hearing are primarily users of speech, such as English or 
other languages. Those who use ASL as a primary language are not identified. In 
addition, most of those who reported difficulty hearing did not experience this until 
well into their adulthood (Mitchell et al., 2006). To further compound the complex- 
ity of this issue, knowing how many people are d/Deaf or hard of hearing does not 
necessarily mean that they know and use ASL. 


Deaf and Hard of Hearing Community: Sociocultural 
Perspective 


A culture is defined as a system of shared values, beliefs, behaviors, traditions, and 
artifacts passed down through generations (Hamill & Stein, 2011). A culture includes 
social and political relationships, unique worldviews that are based on shared experi- 
ences and transformed by a group (Johnson & McIntosh, 2009). Individuals of a 
culture are bound together by a common history, common experiences, geographic 
location, language, and other shared identities (Holcomb, 2010; Johnston & 
McIntosh, 2009; Ladd & Lane, 2013). Characteristics of an ethnic and culture group 
also include bonding among group members. The structure of a cultural group is 
often comprised of culture-specific social institutions, arts, history, kinship, and 
delineated boundaries (Ladd & Lane, 2013; Senghas & Monaghan, 2002). 

Within the group of “those who have trouble hearing,” identified by the preva- 
lence rates discussed above, there is a subset that espouses a cultural perspective of 
being Deaf and hard of hearing. Within this smaller group, the degree of hearing 
loss is unimportant. Cultural membership takes precedence. In written texts, use of 
a capital D in the word Deaf refers to the Deaf and hard of hearing individuals who 
identify with Deaf culture (Senghas & Monaghan, 2002). The use of a lowercase d 
refers to the group of individuals who has a hearing loss and may or may not also be 
members of the Deaf community. The use of Deaf is specific to the cultural group, 
whereas the use of deaf is more generic. 

One of the hallmarks of cultural membership in the Deaf community is the use 
of American Sign Language (ASL). ASL is a visual language that incorporates the 
shape, placement, and movement of the hands in combination with facial expres- 
sions and body movements (National Association of the Deaf, 2016; National 
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Institute on Deafness and Other Communication Disorders, 2016). The rules of 
grammar and syntax of American Sign Language are different from those of English, 
thus making it a separate language in its own right. Sign language is not universal; 
each country has its own language and includes regional dialects. In the United 
States and Canada, ASL is commonly used by Deaf individuals. In other countries, 
for example, British Sign Language (BSL) is used in the United Kingdom, and 
Japanese Sign Language (JSL) is used in Japan. American Sign Language is the 
vehicle for transmission of American Deaf cultural values through generations 
(Ladd & Lane, 2013). 

The American Deaf culture is a vibrant and changing social phenomenon. In 
addition to the shared language, Deaf individuals share common experiences that 
shape their views of the world (Johnson & McIntosh, 2009). The Deaf cultural 
experience includes elements, such as social institutions, norms, values, arts, and 
history. Though language is the symbol of their ethnicity, Deaf individuals also 
share deep feelings of belonging and solidarity with other Deaf people (Ladd & 
Lane, 2013). A central value in being Deaf includes allegiance to the group and 
rules for managing language. Through native and/or proficient use of American 
Sign Language, status is gained, information is managed, and discourse is 
constructed. 

Deaf culture in the United States includes a variety of social institutions that cre- 
ate a social, political, and professional network (Ladd & Lane, 2013). Across 
America, there is a network of Deaf schools (e.g., Maryland School for the Deaf, 
California School for the Deaf, Texas School for the Deaf) and higher education 
(e.g., Gallaudet University) through which education is taught using ASL. Many of 
these schools are residential where students live during the academic year and then 
return home for visits or breaks. Deaf clubs are places for Deaf individuals to gather 
for socialization, plan for community events, and conduct Deaf-related business 
(McCaskill & O’Brien, 2016; Monaghan, 2012). Within the Deaf community, one 
will find Deaf churches; Deaf athletic organizations; Deaf publishing houses; Deaf 
theater groups; Deaf associations for professions, leisure, politics, and socializing; 
and Deaf artists and writers (Ladd & Lane, 2013). 

Deaf culture, as with any ethnic and cultural group, cannot be separated from the 
society in which it is embedded (Ladd & Lane, 2013). Common experiences among 
many ethnic, linguistic, and cultural minority groups, such a discrimination, oppres- 
sion, prejudice, and marginalization, create a realization of unequal status, lack of 
social and political power, loss of confidence, stereotypes, and immobilization 
(Anderson & Aviles, 2006; Hamill & Stein, 2011; Holcomb, 2010). Cultural oppres- 
sion may be one of the most important social and political factors that can influence 
the range of psychological experiences over the course of a lifespan (David & 
Derthick, 2013). Oppression occurs when “...one group has more access to power 
and privilege than another and when that power and privilege is used to maintain the 
status quo” (David & Derthick, 2013, p. 3). Those who oppress bifurcate human 
experiences. Instead of “we,” it becomes us vs. them, powerful vs. powerless, good 
vs. bad, and strong vs. weak. The majority group can use their power to dominate 
and deny resources to those whom they wish to control. Oppression can limit 
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marginalized individuals, such as ethnic, racial, cultural, and linguistic minorities, 
from gaining and maintaining power over their lives, all the while exacting a psy- 
chological toll upon individuals (Case & Hunter, 2012). 

Many Deaf and hard of hearing individuals, whether considered to be people 
with disabilities or a collective cultural group, face problems with oppression, mar- 
ginalization, discrimination, stigmatization, and prejudice in their daily lives. The 
overt and covert forms of loss of power and control that often accompany the pres- 
ence of disabilities and/or status as a cultural minority create a double stigma. This 
can present great barriers against equal access to resources, services, and support 
and equal treatment in laws, policies, and programs. Individuals who experience 
marginalization and oppression often report a host of psychological struggles as 
well. Oppression is associated with lower self-esteem, increased depression, 
increased mental health problems, anxiety, hopelessness, rumination, and decreased 
quality of life (Case & Hunter, 2012; David & Derthick, 2013). People with dis- 
abilities and members of minority groups both report problems with economic 
instability, language barriers, isolation, lack of access to jobs, stereotyping, environ- 
mental adversity, traumatic stress, cultural devaluing, inattention to their unique 
needs, and exposure to increased violence, including intimate partner violence 
(Anderson & Aviles, 2006; Drainoni et al., 2006; Johnson & McIntosh, 2009; 
Mechanic & Pole, 2013; Sokoloff, 2004). 


Increased Risk of IPV Among Deaf and Hard of Hearing 
Individuals 


Children with disabilities, including those who are d/Deaf, are at a higher risk for 
abuse (Fellinger, Holzinger, & Pollard, 2012; Job, 2004; Sebald, 2008; Smith, 2008; 
Smith & Pick, 2015; Titus, 2010). One of the risk factors of intimate partner vio- 
lence later in life is a history of child maltreatment by adult caregivers (Tjaden & 
Thoennes, 2000). Perpetrators of child violence may perceive d/Deaf children as 
vulnerable and dependent with an inability to communicate abuse to a parent or 
other adult (Sebald, 2008). 

Thus, findings that a higher proportion of Deaf and hard of hearing individuals 
experience intimate partner violence compared to individuals without disabilities 
are no surprise. Numerous studies report that Deaf and hard of hearing women 
reported a higher incidence of physical, sexual, and emotional abuse over the course 
of their lifetimes (Anderson, 2010; Anderson & Leigh, 2010; Cerulli et al., 2015; 
Crowe, 2010, 2013, 2015; Johnston-McCabe, Levi-Minzi, Van Hasselt, & 
Vanderbeek, 2011; Pollard, Sutter, & Cerulli, 2014). The prevalence rates of inti- 
mate partner abuse among Deaf and hard of hearing individuals range from approxi- 
mately 30% to 57% for physical abuse and up to 72% for emotional or psychological 
abuse (Anderson, 2010; Crowe, 2010, 2013; Johnston-McCabe et al., 2011; Pollard 
et al., 2014; Titus, 2010). 
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Oppression, Power, and Control in Intimate Partner Violence 
of Deaf Individuals 


With intimate partner violence, the perpetrator uses violence to control one’s part- 
ner and to avoid having the partner take control over him (Johnson, 2010). The 
offender often uses multiple nonviolent control tactics, such as coercion, economic 
or physical threats, isolation, intimidation, blame, minimizing, and psychological 
threats over time, to obtain and maintain dominance over one’s partner. Violent 
tactics, such as hitting, pushing, slapping, burning, using weapons, rape, and other 
types of sexual assault, serve the same purpose, to gain dominance (Breiding et al., 
2014; Breiding, Basile, Smith, Black, & Mahendra, 2015). 

Intimate partner violence perpetrated against individuals with disabilities often 
includes additional facets that perversely take advantage of the disability itself. 
Among d/Deaf survivors, the inability to hear may be a factor that contributes to 
vulnerability (Anderson & Pezzarossi, 2014; Cerulli et al., 2015; Schrotle & 
Glammeier, 2013). Deaf individuals who are abused by hearing partners may be 
seen as prime targets because of a perceived inability to communicate (e.g., report 
abuse to the police). Anderson and Pezzarossi (2014) describe abuse of hearing 
privilege to mean the power imbalance between d/Deaf and hearing partners 
between a skilled communicator (i.e., hearing person) against a less skilled com- 
municator (i.e., d/Deaf person). In this, dynamic power is usurped by the hearing 
individual to marginalize and oppress the Deaf individual. In other words, hearing 
privilege is used to control and coerce the Deaf individual. 

There are numerous examples of ways in which hearing dominance is exacted 
upon Deaf individuals (Deaf Hope, 2016; Rems-Smario 2008 as cited in Anderson 
& Pezzarossi, 2014), including: 


e Not informing the d/Deaf individual that someone is calling for her (e.g., when 
the deaf person cannot hear/see the phone ringing) 

e Excluding the d/Deaf individual from important conversations, such as financial 
decisions 

e Excluding the d/Deaf individual from conversations and social interactions with 
hearing people by not translating or facilitating communication 

e Disallowing the d/Deaf survivor access from Deaf culture, such as socializing 
with other d/Deaf individuals, participating in d/Deaf events, and sharing cul- 
tural values with other d/Deaf people 

e Manipulating the police when they are called to the house because of a domestic 
disturbance (i.e., using “skilled” communication skills to overpower the com- 
munication skills of the d/Deaf survivor) 

e Criticizing the d/Deaf individual’s speech or English skills in an attempt to mar- 
ginalize, oppress, and demoralize the survivor 

e Talking negatively about d/Deaf people and Deaf culture 

e Disallowing hearing children to use sign language with the d/Deaf survivor 

e Telling the survivor that a shelter will not allow a d/Deaf person to be admitted 
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Mechanisms of control and coercion can also be used when the abuser is d/Deaf. 
Examples of behaviors that can occur when the abuser is d/Deaf include (Deaf 
Hope, 2016): 


e Using exaggerated ASL signs, gestures, and facial expressions to instill fear in 
the d/Deaf survivor 

e Overusing attention techniques, such as floor stomping, table pounding, or 
shoulder tapping, to get the d/Deaf survivor’s attention 

e Signing very close to the individual’s face 

e Overreacting when the survivor looks away when the abuser is signing 

e Criticizing the d/Deaf person’s signing ability, calling her “hearing” 

e Taking advantage of the hierarchy in Deaf culture, saying Deaf families are bet- 
ter than those whose parents are hearing 

e Prohibiting the individual from discussing any issues with others in the Deaf 
community 

e Convincing the individual that no one will believe the survivor because of the 
abuser’s well-respected reputation in the Deaf community 

e Using the abuser’s power in the Deaf community to pressure the survivor into 
staying in the relationship or preventing disclosure of the abuse 

e Using the abuser’s prestige in the Deaf community to discredit the survivor’s 
claim of abuse 


In a study of 97 Deaf female undergraduates by Anderson and Pezzarossi (2014), 
results suggested that the hearing status of the partner did not account for the preva- 
lence of psychological aggression, physical assault, or injury. However, they found 
that Deaf women with Deaf partners were 6.6 times more likely to report sexual 
coercion than Deaf women with hearing partners. Similarly, Deaf women who were 
partnered with hard of hearing individuals were 4.6 times more likely to report 
sexual coercion than Deaf women with hearing partners. Couples who were both 
Deaf and/or hard of hearing reported greater success with negotiating conflict than 
those partnered with hearing persons. Though inequalities in the dynamics of 
hearing-Deaf partnerships (e.g., hearing privilege) may account for the decreased 
ability to negotiate conflict, this study did not find that this was correlated with 
increased violence. However, these factors may influence how well a couple recov- 
ers from or seeks help for intimate partner violence. 


Barriers to Reporting and Help Seeking Among Deaf 
Individuals 


Structural, communicative, financial, and cultural or personal barriers often prevent 
Deaf individuals from reporting abuse or seeking services (Crowe, 2013; Curry et al., 
2011; Drainoni et al., 2006). Structural barriers, such as inaccessible services or ser- 
vices that lack culturally competent professionals, can exclude Deaf survivors from 
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reporting abuse and obtaining the help they need (Cerulli et al., 2015). Socioeconomic 
barriers and inequalities, such as disproportionately lower incomes, lower educa- 
tional levels, and higher rates of poverty and unemployment, create conditions that 
often exclude Deaf individuals from the safety net that society provides to those who 
are hearing (Cerulli et al., 2015; Crowe, 2013; Curry et al., 2011; Drainoni et al., 
2006). Communication barriers can prevent Deaf individuals from reporting abuse, 
seeking treatment, and having meaningful conversations with their providers. Deaf 
individuals report difficulty obtaining interpreters, frustration with providers who 
lack knowledge about assistive devices and services, irritation with providers who 
refuse to write in order to communicate, and feeling rushed because providers are not 
prepared for the extra time needed (Anderson, 2010; Barnett et al., 2011; Blaiser, 
Behl, Callow-Heusser, & White, 2013; Cerulli et al., 2015; Crowe, 2010, 2013, 2015; 
Drainoni et al., 2006; Fellinger et al., 2012; Hamill & Stein, 2011). 

Deaf and hard of hearing individuals who experience violence may face numer- 
ous and significant societal barriers that can prevent them from reporting abuse and 
seeking services (Anderson & Aviles, 2006; Crowe, 2010, 2013, 2015; Drainoni 
et al., 2006; Mechanic & Pole, 2013). Providers who are culturally and linguisti- 
cally competent to work with Deaf survivors of abuse are scarce in comparison to 
the number of providers for hearing survivors. Providers who are fluent in ASL are 
virtually nonexistent in rural areas. Crowe (2013) surveyed 167 Deaf and hard of 
hearing individuals about their experiences receiving domestic violence services. 
She found that many participants who sought services reported having either a sign- 
ing therapist, either Deaf or hearing, or a competent interpreter and that this contrib- 
uted significantly to whether the counseling had helped them. Similarly, the 
participants in the study reported feeling frustrated when they were unable to find 
service providers who could communicate with them. They reported that the ease of 
communication, more so than the communication modality, played a vital role in 
whether services were effective. 

Another significant barrier to whether Deaf individuals report abuse is a distrust 
of police (Akers & Kaukinen, 2009; Lee & Gibbs, 2015; Mason, 2010; Vernon & 
Miller, 2005). Deaf individuals may distrust police and the judicial system based 
upon negative past experiences. Vernon and Miller (2005) wrote that injustices 
against Deaf people by the criminal justice system can occur at every step of the 
legal process, from arrest to parole. They pointed to several factors that underlie 
distrust of the criminal justice by Deaf people, including (a) a lack of understanding 
of Deaf people by legal justice professionals, (b) indifference and hostility toward 
Deaf people, and (c) Deaf individuals’ lack of understanding of the criminal justice 
process which can lead to coercion, false confessions, waiver of rights, plea bar- 
gains, and other types of mishandlings. 

In Mason’s (2010) study of dating violence among 226 Deaf and hard of hearing 
undergraduates, she found that over half of the sample reported that they believed 
that “police hardly ever make arrests in dating violence situations” (p. 83). She sur- 
mised that the reason for this may have to do with negative past experiences when 
police did not believe reporters, investigate incidents, or treat them in a respectable, 
nonjudgmental way. Mason (2010) suggested that fear of incarceration of a Deaf 
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perpetrator may also affect whether an incident of violence is reported. An 
incarcerated Deaf individual may be particularly vulnerable to abuse by other 
inmates. Survivors may feel guilt or fear if the Deaf perpetrator is sent to prison, 
especially if they perceive treatment by the police and justice system as unfair and 
inequitable. Language barriers may prevent communication with police, judicial 
officers, medical personnel, emergency service personnel, and social service staff 
(Crowe, 2010, 2013, 2015; Drainoni et al., 2006; Hamill & Stein, 2011; Johnson & 
McIntosh, 2009). Communication with providers and staff may be difficult because 
of inability or refusal to obtain interpreters. In addition, providers may have a lack 
of knowledge about the culture; individuals may have restricted proficiency of the 
English language. Providers may have insufficient knowledge about cultural and 
linguistic needs of individuals from diverse groups. They may hold misconceptions 
of their culture, language, and abilities. They may convey insensitivity and lack of 
respect, which can affect whether abuse is reported and services sought. 

Finally, loyalty to Deaf culture may be a factor that inhibits reports to the police 
(Mason, 2010). Deaf individuals may not report abuse because of fear in exposing 
their community to scrutiny and embarrassment. The Deaf community is close-knit 
and insular and is generally closed to outsiders (Holcomb, 2010; Ladd, 2003; 
Mason, 2010; McCaskill & O’Brien, 2016; Monaghan, 2012; Senghas & Monaghan, 
2002). The national and international Deaf communities are closely connected. 
Reporting abuse may mean vast social broadcasting. The suffering and shame that 
can occur for Deaf survivors and even perpetrators can continue over long periods 
of time as news travels throughout the community. Some Deaf individuals may 
prefer to handle the problem within the community rather than expose themselves 
or perpetrators to societal biases, stereotypes, and unfair treatment in the hearing 
community (Mason, 2010). 


Issues for Consideration 


Reporting and Assessment of Abuse 


As discussed above, several factors can influence whether a survivor of domestic 
violence reports the abuse to authorities, such as distrust of the police, cultural loy- 
alty, and negative experiences of individuals from diverse groups, including com- 
munication barriers. These factors can affect whether one reports abuse to 
authorities. 

Assessment of abuse among Deaf and hard of hearing individuals requires 
trained professionals to perform intakes and offer treatment. Professionals who 
have the skill set required to work with Deaf survivors of abuse are scarce (Fellinger 
et al., 2012; Wilson & Schild, 2014). The ideal professional is fluent in American 
Sign Language, knowledgeable about Deaf culture, and proficient in integrating 
culturally competent constructs into the assessment process (Blaiser et al., 2013; 
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Wilson & Schild, 2014). Clinical competence in the Deaf and hard of hearing com- 
munity includes knowledge of mental health issues, sign language proficiency, and 
an understanding of the biological, developmental, educational, vocational, social, 
and cultural aspects of being Deaf (Wilson & Schild, 2014). Additionally, assess- 
ment of domestic violence includes determining the frequency and severity of phys- 
ical, sexual, and emotional forms of abuse, physical safety, suicidal ideation, danger 
assessment, substance use, and physical and nonphysical tactics used by partners to 
interfere with attending work or school (Basile, Hertz, & Back, 2007). 

Professionals must understand that some Deaf individuals may have difficulty 
understanding written assessment instruments because English is not their native 
language (Fellinger et al., 2012; Wilson & Schild, 2014). Yet, in order to avoid 
shame and embarrassment, many may not communicate this difficulty. Ineffective 
communication between a provider and a Deaf or hard of hearing survivor may 
result in a reluctance or inability to discuss the full extent of the abuse. Providers 
unfamiliar with the nuances and social norms of Deaf culture may fail to ask for 
pertinent cultural information, such as whether the perpetrator is Deaf, or provide 
relevant resources, such as local Deaf-specific agencies and programs. They may 
need to evaluate the effects on the relationship if one partner is hearing and one is 
Deaf. Providers may not recognize the importance of confidentiality within the Deaf 
community or the effects of internalized stigma (Cerulli et al., 2015; Crowe, 2010, 
2015). Untrained providers may not realize that family support, specifically com- 
munication fluency between family members and the individual, is important to 
evaluate (Wilson & Schild, 2014). Family members may not be the Deaf survivor’s 
choice of support because of their families’ lack of sign language skills. 

Untrained providers may not realize their legal obligation to provide appropriate 
accommodations, such as certified sign language interpreters (Blaiser et al., 2013; 
Wilson & Schild, 2014). Even if they know they need to provide an interpreter, 
many providers may not know how to get one or what interpreting credentials to 
request. Some professionals may not realize that even if they have sign language 
interpreters, these individuals may have personal relationships with the survivor 
outside the context of the abuse (Cerulli et al., 2015). The community of Deaf, hard 
of hearing, and hearing individuals who use ASL is relatively small compared to the 
community of hearing people. Often members in the Deaf community know each 
other in various roles and relationships. 


Access to Services 


A huge barrier to service accessibility for Deaf and hard of hearing survivors of 
intimate partner violence is communication (Barie, 2012; Cerulli et al., 2015; 
Crowe, 2010, 2013, 2015; Pollard et al., 2014; Wilson & Schild, 2014). The scarcity 
of culturally competent service providers may mean that those who are competent 
may need to serve both the perpetrator and the survivor. Often the needs of Deaf and 
hard of hearing survivors of domestic violence extend beyond the violence itself 
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into housing, socioeconomic status, and unemployment (Cerulli et al., 2015). In this 
regard service providers need generalist skills to better serve their clients. 

Accessible services for Deaf and hard of hearing survivors mean that agencies 
must have the funding and resources that include emergency shelters, interpreters, 
and assistive technology that meet their needs (Barie, 2012). Agency staff, local 
police, medical personnel, and other social service providers need specialized train- 
ing about how to work with this unique population. Some services may need to be 
Deaf-specific, such as Deaf peer support groups, to better engage the community 
and instill trust and confidence between the providers and survivors (Wilson & 
Schild, 2014). Peer-led, community-based resources may be an effective tool in 
providing support for Deaf survivors. 

Agencies may need to collaborate with other local, state, and federal bodies to 
obtain the resources and personnel needed to provide services to Deaf survivors of 
intimate partner violence (Barie, 2012). Agency directors may need to find ways of 
helping policy makers and funding sources understand the unique needs of Deaf and 
hard of hearing people. This may include helping them to understand that there are 
multiple perspectives, such as deaf as a disability and Deaf as a cultural and linguis- 
tic minority. Agency personnel may need to remind their administrators and boards 
that providing accessible services to Deaf and hard of hearing individuals is not 
only a legal obligation but also an ethical one. 


Empowerment of Deaf and Hard of Hearing Survivors of IPV 


Empowerment is “... a collaborative process where people lacking valued resources 
mobilize to increase access and control over those resources to solve personal and/ 
or community problems” (Hamill & Stein, 2011, p. 39). Empowerment is both an 
individual and community process. Both require a realization that there exists an 
unequal status between Deaf and hard of hearing individuals and their hearing coun- 
terparts. An increased awareness of the structures that cause a lack of power is 
important. For individuals or communities to be empowered, they need to feel con- 
fident in their ability to mobilize and gain power. 

Empowerment on the individual level means that the Deaf or hard of hearing 
person has the ability to control her own life and reach her own goals (Hamill & 
Stein, 2011). The individual feels that the social norms of her culture are valued. 
The Deaf person has access to information in her language. The individual has the 
ability to change others’ perceptions of her competency and capacity. An empow- 
ered Deaf individual can enhance her self-image. The person can continue to over- 
come stigma. The individual makes informed decisions for herself from a range of 
options. 

Empowerment of the Deaf community means that Deaf and hard of hearing indi- 
viduals feel like they belong and are involved in a way that can create change (Hamill 
& Stein, 2011). It means that its members have control over their culture and its 
expression. Members of the Deaf community can create the issues of concern 
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and master them. They exert efforts for the betterment of the collective and improve 
the quality of life of its members. 

Empowerment of Deaf individuals and the Deaf community means that there is 
pride in being Deaf (Hamill & Stein, 2011). There is a strong central value in the use 
of American Sign Language. Deaf people as individuals and as a collective know 
that they are equal partners with hearing people and the hearing community. Deaf 
culture is the beating heart of its community. 

Service providers of intimate partner violence can empower Deaf and hard of 
hearing survivors by taking several steps to help establish trust and offer services 
that will benefit them. The first step is being knowledgeable of the Deaf community. 
Being familiar with the community’s customs, traditions, values, and social net- 
works can help promote community empowerment (Glisson, Dulmus, & Sowers, 
2012). If fluency in American Sign Language is not possible, knowledge that ASL 
is a native language for many Deaf people is important. 

Thoughtful consideration of the Deaf community will convey respect and help to 
break down barriers that prevent Deaf and hard of hearing individuals from report- 
ing abuse and seeking treatment. The following list is not exhaustive but can help 
guide providers in providing culturally competent services (Deaf Hope, 2016; Vera 
Institute of Justice, 2015): 


e Build relationships with Deaf organizations and the Deaf community in the local 
service area. 

e Work with members of the Deaf community to educate agency staff about local 
Deaf community issues, Deaf culture, and intimate partner violence. 

e Develop an understanding of the barriers that face many Deaf and hard of hear- 
ing individuals. 

e Review the accessibility of agency services and policies that present barriers to 
equal access by Deaf and hard of hearing consumers. 

e Establish agreements with interpreting agencies to ensure that they provide qual- 
ified interpreters who have knowledge of intimate partner violence and trauma. 

e Recruit staff who are fluent in American Sign Language. 

e Teach non-signing staff basic ASL. 

e Set aside agency funds to provide accommodations for Deaf and hard of hearing 
individuals. 

e Provide video information with closed captions and written literature that is rel- 
evant to Deaf and hard of hearing people. 

e Build partnerships between the agency and other local Deaf programs in order to 
build resources. 


Many agencies are unable to offer Deaf-specific services with well-trained, cul- 
turally and linguistically knowledgeable staff. However, having a basic knowledge 
of Deaf culture and, more importantly, an established network of support services 
can be coordinated to ensure that Deaf and hard of hearing individuals receive the 
services they need. 
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Working with Deaf and hard of hearing survivors of abuse ideally requires profession- 
als who are linguistically and culturally competent. That means that the ideal provider 
should be fluent in ASL; have knowledge of the social, cultural, linguistic barriers and 
factors that affect survivors; and understand the cultural mores and norms. However, 
providers who fit this profile are difficult to find. There are simply not enough quali- 
fied providers to respond to the need. Therefore, hearing providers should have a basic 
understanding of the resources available to them when a Deaf survivor seeks help. 


Phone Communication: Video Relay Service and Videophones 


Video relay service (VRS) is a service that allows Deaf and hearing individuals to 
communicate over the phone using video equipment (Federal Communications 
Commission, 2016). When either a Deaf or hearing person contacts VRS, an opera- 
tor facilitates communication using audio and video. The operator communicates 
with both users through video equipment (for sign language) and audio headset (for 
speech). Providers can obtain a video relay services guide on the website: https:// 
www.fcc.gov/consumers/guides/video-relay-services. Information can also be 
obtained at the National Association of the Deaf website: https://nad.org/issues/ 
telephone-and-relay-services/relay-services/video-relay-service-vrs. 


Videophones 


A videophone is a device that allows two signing individuals to communicate 
directly with each other through video. Different companies that provide video- 
phone products have various options for Deaf individuals to choose, such as per- 
sonal computer programs, webcams with separate monitors that are not attached to 
computers, and programs for cell phones. Sometimes providers who are able to sign 
have videophones in their offices to call a Deaf individual directly. More informa- 
tion about videophones can be found at the website for Sorenson, a large provider 
of videophones: http://www.sorensonvrs.com/. 


Interpreters 


When Deaf individuals seek help from a hearing provider who cannot sign, the best 
way to facilitate communication is to obtain a certified sign language interpreter. An 
interpreter is a person who facilitates communication between a hearing person and 
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a Deaf person by translating spoken English into American Sign Language. The 
interpreter serves as a communication bridge to help facilitate communication. A 
certified interpreter is someone who has passed rigorous certification exams and 
met standards of excellence for translation. Just because a person knows sign lan- 
guage does not necessarily make her a qualified interpreter in professional situa- 
tions. A provider should always seek the highest qualified interpreter when working 
with Deaf individuals in a professional setting. The Registry of Interpreters for the 
Deaf, Inc. is the certifying agency for interpreters. More information can be found 
on their website: rid.org. 


Video Remote Interpreters 


Video Remote Interpreting (VRD is an interpreting service that can be requested on 
demand. It provides an interpretation through a computer webcam and Internet or 
cellular connections when a Deaf and hearing person are in the same room. In com- 
parison to VRS (video relay services), which are publicly funded to provide services 
to conduct everyday calls from making appointments to ordering food, VRI is pri- 
vately funded and more likely to be used in hospital settings. VRI is offered by pri- 
vate companies for a fee. For more information about VRI services, check 
INDEMAND’s website (https://www.indemandinterpreting.com/as]l/video-remote- 
interpreting-vs-video-relay-service/). Another company, Purple, offers VRI services 
as well; information is available on their website: https://signlanguage.com/vri/. 


Community Support Organizations 


There are several community support organizations that support Deaf and hard of 
hearing survivors. Providers should consult with professionals who are proficient in 
working with Deaf survivors to provide the highest quality service. The National 
Domestic Violence Hotline provides services to Deaf individuals via email, video- 
phone, or live chat. For more information, check their website: http://www.thehot- 
line.org/help/deaf-services/, The Abused Deaf Women’s Advocacy Services 
(ADWAS) provides services to Deaf and hard of hearing services via email, video- 
phone, and telephone. Advocates are available 24 h a day/7 days a week. For more 
information, providers can look on their website: http://www.adwas.org/informa- 
tion/domesticviolence/. Advocacy Services for Abused Deaf Victims (ASADV) is a 
nonprofit organization that provides advocacy, empowerment, community educa- 
tion and training for survivors of domestic violence. Information can be found on 
their website: http://www.adwas.org/information/domesticviolence/. Sometimes 
there are local agencies that can provide services for Deaf survivors of abuse. 
Providers should search the Internet for local service providers who specialize in 
work with Deaf and hard of hearing survivors. 
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Conclusion 


Deaf and hard of hearing individuals, as well as other members of society, experi- 
ence intimate partner violence. The literature suggests that people with disabilities 
experience violence more often than their non-disabled peers. ASL users comprise 
a culturally and linguistic ethnic minority who reports problems with oppression, 
stigma, discrimination, and prejudice. Because intimate partner violence involves 
the use of power, oppression, and control, people with disabilities and members of 
the Deaf culture may experience increased risk for violence, resistance to reporting 
abuse because of negative past experiences, and barriers in accessing services. 
Professionals who have ASL fluency and knowledge of Deaf culture are the ideal 
points of contact for Deaf survivors. However, there are several ways an agency can 
empower Deaf and hard of hearing consumers and provide culturally and linguisti- 
cally appropriate services. Intimate partner violence is a social issue that affects 
members in all groups. Healing society from the detrimental effects of domestic 
violence will make our communities places of safety, security, and growth. Creating 
a society that helps individuals to overcome barriers and injustices means that all 
factions in our communities must have equal respect, equal treatment, and equal 
accessibility. 
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Chapter 9 

Socioeconomic Status and Geographical Rural 
Settings’ Contribution to Oppression 

of Women with Disabilities Who Experience 
Gender Violence 


J. Ruth Nelson and Emily M. Lund 


Women with and without disabilities live in ecological niches, actively shaping their 
environments while at the same time being shaped and influenced by multiple layers 
of environments and systems in progressively complex interactions (Bronfenbrenner, 
2005). However, within these systems, women with disabilities (WWDs), espe- 
cially those with physical and mental disabilities, are more likely to experience 
multiple types of intimate partner violence (IPV) than women without disabilities in 
population-based samples (Breiding & Armour, 2015; Hahn, McCormick, 
Silverman, Robinson, & Koenen, 2014), and women in general are more highly 
victimized, injured, and fearful than men in clinical samples (Hamberger & Larsen, 
2015). To understand and better serve WWDs who are experiencing gender vio- 
lence, faith leaders and helping professionals need to examine environmental influ- 
ences on the initiation and sustainment of intimate partner violence (see Beyer, 
Wallis, & Hamberger, 2015 for meta-analytic review of the role of environments 
and a helpful conceptual model relating individual, social, and ecological factors to 
IPV). Systematic, ecological influences, such as living in a rural setting or being 
underemployed or unemployed or living with few economic resources, play signifi- 
cant roles in whether WWDs are able to access support and safely leave abusive 
situations temporarily or permanently. Helping professionals who are aware of 
these contextual influences on IPV can provide more effective, person-centered sup- 
port to survivors. 

Having a disability and experiencing intimate partner violence increases the 
chance that a woman is experiencing poverty or low SES status due to societal mar- 
ginalization of people with disabilities in the workplace with lower wages and the 
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consequences of controlling abuse by the perpetrator. Someone may have held a job 
but, due to controlling abuse by the partner, ended up being fired due to missed days 
of work or poor performance due to emotional trauma. A WWD may have educa- 
tional background and competency in an occupational area, but bias and discrimina- 
tion by employers keep her from being hired. WWDs who have left violent 
relationships tend to have several medical and judicial appointments to manage and 
can’t work full-time hours for a period of time. People also have faulty stereotypes 
that if one is involved in drugs or illegal activities, this leads to IPV and blame the 
victim for their abuse: “If she wasn’t involved in drugs, she wouldn’t be abused by 
her partner and in poverty.” One client who experienced severe violence had a direc- 
torship role with a good salary prior to the abusive behavior of her partner which left 
her with severe PTSD and anxiety and at the time not able to work yet. IPV occurs 
across every economic stratum, among those with and without jobs and among all 
types of cultural groups and religious beliefs and backgrounds. 


Socioeconomic Status, Violence, and Disability 


Socioeconomic status (SES) refers to one’s income, occupation, and education or 
their family income, occupational, and educational status (American Psychological 
Association, n.d.). SES is both dynamic and generational, as an individual’s socio- 
economic status may change throughout one’s life as they lose or gain access to 
income, education, or occupational opportunities. However, one’s childhood SES 
may continue to affect them throughout their lives, even as their personal SES 
changes. For example, children from lower SES families may experience fewer edu- 
cational and enrichment opportunities, affecting their educational background and 
achievement (APA, n.d.). 

SES is a crucial variable to consider when examining the ecological context of 
IPV. High SES appears to offer protection against IPV or at least lower rates of IPV 
have been observed. In a multicountry large-scale (14 sites, 29,000 women partici- 
pants with over 15,000 experiencing IPV in the last year) WHO study of factors 
associated with IPV, high SES afforded more protection against IPV for women, 
although SES was partially mediated by additional factors (Abramsky et al., 2011). 
Indeed, women with low SES tend to experience more IPV in their relationships 
(Edwards, Mattingly, Dixon, & Banyard, 2014; Hasan, Muhaddes, Camellia, Selin, 
& Rashid, 2014). 

People with disabilities tend to experience lower SES than people without dis- 
abilities. This may occur in terms of education, income, or both. For instance, some 
disabilities, such as learning disabilities, attention deficit hyperactivity disorder 
(ADHD), language disability, and intellectual disability may make it more difficult 
for students with disabilities to succeed in school and access higher education, 
although the availability of and access to reasonable accommodations for otherwise 
qualified students with disabilities may make higher education more accessible. 
Additionally, independent of educational status, people with disabilities as a group 
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have significantly lower incomes compared to those without disabilities. The US 
Census data documents that nearly 30% of individuals with disabilities live in pov- 
erty as compared to 12.8% of able-bodied individuals, which is more than almost 
any other minority group (US Census Bureau, 2013). 

The severity of one’s disability also impacts income. Approximately 28.6% of 
people aged 15-64 with severe disabilities were in poverty, while 17.9% of adults 
with non-severe disabilities were in poverty (Brault, 2012). Those with severe dis- 
abilities were also more likely to experience persistent poverty (i.e., continuous 
poverty over a 24-month period). This same trend for lower incomes holds true 
even for highly educated groups of people with disabilities (e.g., Robinson-Whelen 
et al., 2014). 

Burchardt (2004) completed a fascinating study that longitudinally assessed 
people with disabilities’ (PWD) job aspirations from ages 16 to 21 in the UK. Job 
aspirations of those with disabilities were largely similar at age 16 to those without 
disabilities; however, by age 21, these groups’ aspirations were considerably differ- 
ent, with evidence of employment rejection discouraging PWD career ambitions 
(Burchardt). 


Employment and Income of WWD 


Data from the US Census Bureau’s Survey of Income and Program Participation 
2005-2010 (Brault, 2012) revealed disparities in employment across those with and 
without disabilities. Four in ten individuals aged 21—64 with a disability were 
employed (41%) as compared with eight in ten adults without disabilities (79%). 
Those who had a communicative disability were more likely to be employed than 
those with mental or physical disabilities. Those with more severe disabilities 
(27.5%) were less likely to be employed than those with non-severe disabilities 
(71%) (Brault). 

The Women’s Bureau of the US Department of Labor (2015) more recently 
found that in 2014, of working women ages 16-64, only 27.8% of women with dis- 
abilities were working as compared to 70.4% of women without disabilities. Of 
working age women with disabilities in the USA, only 1.5% were employed, though 
they make up 4% of the total working population, and their rate of unemployment 
was more than double the rate of women without disabilities (13.7% as compared to 
5.9%; US Women’s Bureau, US Department of Labor). The American Community 
Survey (ACS; US Census, 2013) found that people with disabilities made up 6.0% 
of the civilian labor force and women with disabilities made up 5.7% of the female 
civilian labor force (i.e., people who were either employed or actively seeking 
employment). Furthermore, the ACS found that workers with disabilities only made 
about 75% of what nondisabled workers made; over half (52%) of workers with 
disabilities made less than $25,000 per year. Thus, even employed individuals with 
disabilities make lower wages, putting them at greater risk for financial dependency 
on perpetrators of abuse. Even with bachelor and graduate degrees, women with 
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disabilities were less likely to find work (8.4% unemployment rate versus 3.1%; US 
Women’s Bureau, US Department of Labor). Bronfenbrenner’s model of macrosys- 
temic influences helps explain the oppression of women with disabilities in hiring 
decisions through ableist and sexist prejudices and misperceptions about disability 
and women’s ability to work. 

Work is important for financial independence from perpetrators, but it also con- 
tributes to the overall quality of life for women with disabilities (WWD). In a sam- 
ple of 160 employed and 158 unemployed WWD, the latter group had significantly 
lower self-assessed health-related quality of living and overall quality of living as 
measured by the World Health Organization Quality of Life Questionnaire 
(WHOQOL-BREF; Programme on Mental Health, 1996; Barisin, Benjak, & 
Vuletic, 2011). In this particular study, having a job and family support significantly 
raised the quality of life for WWD (Barisin et al., 2011). 

If one manages to leap over the hurdle of inaccessibility of employment oppor- 
tunities, then the next issue of equity is that of comparability of pay. In the Survey 
of Income and Program Participation, 2005-2010, the median monthly salary for 
people with any kind of disability was $1961 as compared to $2724 for those with 
no disability (Brault, 2012). Those with severe disabilities earned $1577 on a 
monthly basis, while those with non-severe disabilities earned $2402. For those 
with communicative disabilities, their monthly incomes did not differ from those 
without a disability ($2838), but those with physical and mental disabilities did 
($1998 and $1619) (Brault). People with disabilities had a median monthly family 
income of $2856, which was about 60% of the family income for individuals with 
no disability ($4771; Brault). A major longitudinal study in the UK (Rigg, 2005) 
found that disabled people were more likely to enter low-paid work and remain in 
those positions, receiving low wages. In this particular sample, all PWD left the 
workforce earlier than those without disabilities. In general, there appears to be 
unequal pay in employment for people with disabilities beyond getting a position in 
the workforce and likely provides a stressful context for a couple or a family when 
one or both partners have a disability and they are underemployed and/or 
underpaid. 


Unequal Pay for WWD 


When WWDs find jobs, their pay is not equal to women without disabilities nor 
men with disabilities (US Women’s Bureau, 2015). Full-time, year-round working 
women with disabilities, aged 16 and older, earn 81% of what their male counter- 
parts with disabilities may bring home and approximately 70% of what men without 
disabilities earn (US Women’s Bureau). Again, we see the double marginalization 
of being a female and having a disability in US culture. 

WWDs are also more likely to work in the service sector, the lowest paid sector, 
as compared to men with disabilities and women and men without disabilities (US 
Women’s Bureau, 2015). Typically women who work in the service sector earn a 
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median weekly salary of $461 as compared to $981 of management and professional 
positions (US Women’s Bureau). This creates an environment of economic instabil- 
ity with either a lack of job or a low-paying job which impacts finding affordable 
housing, obtaining health care, and providing other basic needs (Barrett, O’ Day, 
Roche, and Carlson, 2009). The US Women’s Bureau (2015) made the point that 
even though women tend to receive less income, men with disabilities are more 
likely to receive Social Security and Disability Insurance supplemental income and 
a higher monthly income than WWD. These differences in benefits are partially due 
to work history, and WWDs are less likely to have jobs or more likely to have jobs 
that pay lower wages than men with disabilities (US Women’s Bureau). 


IPV, Income, and Employment in WWD 


IPV appears to further exacerbate one’s financial situation. Smith and Strauser 
(2008) found in a correlational survey of over 165,000 individuals that women with 
disabilities experienced higher levels of unemployment than women without dis- 
abilities who have not experienced abuse. Barrett et al. (2009) analyzed responses 
from over 23,000 female respondents, 6309 of whom had disabilities. Respondents 
had participated in the 2006 Behavioral Risk Factor Surveillance System (BRFSS) 
IPV survey. Barrett and colleagues found that WWD had lower incomes than those 
WWDs not experiencing IPV (Barrett et al.). Nearly 21% of WWDs made less than 
$15,000/year and another 22% only grossed an income of $15,000-$24,999. 
Furthermore, nearly half of WWDs experiencing IPV (48%) had an annual income 
of less than $24,999 with the greater number of women earning less than $15,000. 
This latter amount would not cover basic food, housing, and shelter, let alone the 
recommended “living wage” which incorporates child care, transportation, and 
health care (Universal Living Wage, 2011). 


Barriers to Employment for WWD Experiencing IPV When experiencing IPV, it 
can be very challenging to get to work and be a consistent employee when experi- 
encing physical or emotional injuries or episodic characteristics of a disability, or a 
partner is controlling them and not allowing them to go to work. Limited work 
histories (e.g., one job in 10 years or four short-lived positions on a resume) serve 
as barriers to employment. Furthermore, even after separation from an abuser, it 
takes considerable time to deal with legal and court issues related to IPV and even 
more so with children involved (Hetling, 2011). For example, Hetling (2011) 
described a case in which the partner filed a false sexual assault case against the 
victim, and the victim hadn’t purged it from her record which became a barrier to 
getting a new position. 

Compared to other forms of IPV, such as physical, sexual, and psychological 
abuse, economic or financial abuse has received relatively little attention in the 
scholarly literature. However, it may be quite common among women experiencing 
other forms of IPV. In a sample of 120 women of unspecified disability status who 
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were staying in domestic violence advocacy shelters across ten states, 94% of the 
women had experienced economic abuse, with 78% experiencing employment sab- 
otage in which the abuser did things to keep the victim from going to work, 
demanded that the victim quit her job, threatened to make her leave work, and beat 
her up if she said she needed to get a job (Postmus, Plummer, McMahon, Murshid, 
& Kim, 2012). Furthermore, the more frequently a victim was psychologically or 
physically abused, the more likely the abuser also restricted access to financial 
resources and economic opportunities (Postmus et al.). Women with disabilities 
may experience financial abuse in a number of forms, including theft or misuse of 
money, denial of access to earned and available funds, and theft of social security 
checks or other disability-related support (Oschwald et al., 2009). Women with dis- 
abilities who rely on others for assistance with personal care may be particularly 
vulnerable to such abuse. 

Having a disability and experiencing intimate partner violence increases the 
chance that one is living in poverty due to societal stigma and the dynamics of con- 
trolling abuse. In turn, poverty may impact her decision to stay in an unsafe situa- 
tion due to financial dependence on an abusive partner. In addition to individual SES 
keeping WWD in gendered violent relationships, living in impoverished urban and 
rural communities is positively associated with IPV perpetration for young adult 
women (Edwards et al., 2014; Hasan et al., 2014). An international study of 226 
WWDs in Bangladesh, India, suggested that being a WWD with poor SES and eco- 
nomic dependence on her husband increased her vulnerability to gender violence 
(Hasan et al., 2014). Individual SES and community poverty play a dominant role 
in raising the risk of IPV and in sustaining abusive relationships. 

Furthermore, financial issues are a source of considerable conflict in marriages 
or partnerships. Hawkins, Willoughby, and Doherty (2012) found among 886 
divorcing men and women that how their partner handled money was third in impor- 
tance for reasons of divorcing, even more commonly identified than the more seri- 
ous reason of physical violence. Financial status impacts many facets of a 
relationship between two individuals and especially so in the context of 
IPV. Researchers have found that providing women with the ability to be financially 
independent and teaching them financial literacy is one of the greatest supports to 
getting women out of violent relationships (Bornstein, 2006; Hahn & Postmus, 
2014; Postmus, Plummer, McMahon, & Zurlo, 2013). 

Financial stability and good employment are highly desirable, but Helfrich, 
Badiani, and Simpson (2006) caution about sacrificing person-centered support and 
stress the need to understand survivors’ desires and motivation in employment on an 
individual basis. Helfrich et al. observed that WWDs who have experienced long- 
term effects of IPV and disabilities may reprioritize a worker role identity and may 
more highly prioritize other roles such as “mother, family member, church member, 
community participant and hobbyist” (p. 326). Helfrich et al.’s work demonstrated 
the importance of allowing the survivors’ time to work through possible ambiva- 
lence about work and a worker role identity and that it may mean victims select a 
different job initially or in the future than an ideal job for the values attributed to her 
more highly prioritized roles. Additionally, for women with episodic disabilities, 
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employment flexibility and an economic system that allows for more fluidity to 
work when one can and to have income security when one’s symptoms are flaring is 
essential for better health, relationships, and overall quality of life (Vick & Lightman, 
2010). Encouraging victims toward types of work that allow for such fluidity would 
likely lead to sustained work situations. If WWDs had this economic security, they 
may feel more empowered and able to leave an abusive relationship and begin to 
explore occupational interests. 

Socioeconomic status and poverty cannot be isolated from their geographical 
contexts: urban, suburban, and rural. In the remaining section, issues of poverty and 
geographical setting of rural contexts will be examined as to their impact on WWD 
experiencing violent relationships. 


Rural Settings, Violence, and Disability 


Rurality poses additional challenges to survivors of IPV in general and women 
with disabilities who have experienced IPV in particular. Sandberg (2013) notes 
that violence research in general tends to focus on urban communities, and thus, 
comparatively few researchers have examined the realities and experiences of IPV 
survivors who live in rural areas. Furthermore, as Sandberg discusses, there is not 
a singular, agreed-upon definition of what constitutes “rurality” among violence 
researchers and that definitions of rurality can be influenced by things like the 
overall geography of a place, history, and researcher and participant perceptions 
and experiences. Thus, different researchers may define rurality via different meth- 
ods, including self-identification (e.g., “Do you live in a rural area?”; Oschwald 
et al., 2014) or via government classifications or population data (Campbell, 
Gordon, & Chandler, 2002). In general, however, the idea of rurality implies a 
sense of geographic remoteness coupled with a small or very spread-out popula- 
tion (Sandberg, 2013). 

Researchers who conduct research on rurality or rural populations have noted 
that rural areas and the people who live in them are often subject to two very differ- 
ent stereotypes (Campbell et al., 2002; Sandberg, 2013). The first is the stereotype 
of “tranquil rurality” — the image of rural communities as tranquil, bucolic, and 
close-knit communities free from the crime, danger, and stress that is perceived to 
accompany urban life (Campbell et al., 2002; Sandberg, 2013). The second set of 
stereotypes is more negative and focuses on the lack of resources, such as health- 
care, transportation, and education (Campbell et al., 2002). In its extreme, this ste- 
reotype can be extended to portray people who live in rural areas as “backward” or 
as complete outsiders to society. 

Both stereotypes can be damaging to survivors of IPV who live in rural areas. 
The first myth — that of rurality as a life of peacefulness and tranquility — can cast 
violence, including IPV, as a “city problem” that does not concern rural communi- 
ties, even though IPV is a major issue in both rural and urban locales (Jennings & 
Piquero, 2008; Jewkes, 2002; Shannon, Logan, Cole, & Medley, 2006). The second 
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myth can painfully marginalize rural women in general by portraying them as being 
less deserving of help due to being seen as “backward hillbillies” (Sandberg, 2013). 
It may also disempower and dismiss the considerable efforts that IPV survivors in 
rural areas do make to get assistance and cope with IPV (Shannon et al., 2006). It 
should also be noted that these stereotypes can also be damaging to IPV survivors 
who live in urban areas; for example, they could lead to the incorrect assumptions 
that violence is unavoidable in urban communities or that people in urban commu- 
nities should have access to more resources and therefore do not need assistance to 
address and cope with IPV and its sequelae. 

Shannon et al. (2006) studied IPV and help-seeking experiences in 757 female 
survivors of IPV, 378 of whom were from rural areas and 379 of whom were from 
urban areas. They found that the women in both groups reported similar levels of 
physical and sexual abuse but that rural women reported significantly more psycho- 
logical abuse. Rural women also reported significantly longer relationships with 
their perpetrator and were more likely to be married to their perpetrator, whereas 
urban women were more likely to be cohabiting but unmarried. Rural women were 
also less likely to be employed and reported lower incomes and high school comple- 
tion rate relative to the urban subsample of women. 

In terms of help-seeking experiences, Shannon and colleagues (2006) found that 
urban women as a group reported using significantly more help-seeking resources 
and were significantly more likely to seek help from the police, whereas rural women 
were more likely to seek assistance from a lawyer. In general, rural and urban women 
were equally likely to use most help-seeking resources (e.g., clergy, shelters, medi- 
cal assistance, crisis lines). In terms of perceived helpfulness, urban women found 
the police and criminal justice system to be more helpful than did rural women, 
while rural women reported finding shelters more helpful than did urban women. 

With regard to informal supports, Shannon et al. (2006) found that women in 
both groups discussed IPV with family members at equal rates, but rural women 
were less likely to discuss IPV with friends. Similarly, rural women were more 
likely to engage in denial of their IPV as coping strategy and less likely to seek 
emotional support and engage in positive self-talk, although women in both groups 
engaged in equal levels of self-blame and rumination. 

In sum, both rural and urban women experience and seek help for IPV; however, 
rural women may have fewer resources overall as well as less effective legal 
resources to use when addressing IPV. They may also be less likely to disclose 
abuse to friends, possibly due to the small, close-knit nature of many rural com- 
munities (Sandberg, 2013). Smaller communities may encourage close bonds; 
however, they may also make it more likely that a woman’s experience of IPV may 
more easily become known to the entire community through community “grape- 
vines” (McCall-Hosenfeld, Weisman, Perry, Hillemeier, & Chaung, 2014) and 
make it more difficult to avoid the perpetrator (Sandberg, 2013). Because of the 
lack of easily preserved anonymity in rural communities, there may be increased 
social expectation to limit discussion of IPV to within one’s family (Sandberg, 
2013). Indeed, this may be reflected in Shannon and colleagues’ (2006) finding that 
women in rural and urban locations were equally likely to seek IPV-related support 
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from family members, despite women in rural areas being less likely to seek such 
support from friends. 

As with SES and other sociodemographic characteristics, rurality intersects with 
disability, often in a way that may create additional barriers for WWDs who are 
experiencing abuse. For example, WWD in rural areas may have access to very few 
options in terms of shelters or other crisis resources. However, many shelters may 
offer only baseline accessibility and may not place a high priority on accessibility 
and disability-responsive services in budgeting (Chang et al., 2003; Frantz, Carey, 
& Bryen, 2006; see also Lund, 2011, for an in-depth review). Thus, if the one shelter 
available to a WWD who lives in a rural area is not equipped to meet her access 
needs, that woman may lose a vital potential resource. Additionally, shelters and 
other IPV resource centers with large disability-specific programs may be more 
likely to be located in highly populated urban, suburban, or metropolitan areas 
(Abused Deaf Women’s Advocacy Services, 2013), where the larger overall popula- 
tion allows for a larger number of WWDs to be served. This may make it compara- 
tively more difficult for rural WWD to find supportive, accessible services in their 
community. 

Women with disabilities who live in rural areas may also be particularly affected 
by the limited anonymity (McCall-Hosenfeld et al., 2014) and social “code of 
silence” around abuse in many rural communities (Sandberg, 2013). Powers and 
colleagues (2009) found that women with disabilities were far more likely to discuss 
abuse with a friend than to seek formal resources. This may reflect the combination 
of both general (e.g., stigma, fear of retaliation) and disability-specific (e.g., lack of 
accessible materials, lack of transportation or physical access, lack of disability- 
related cultural competency) faced by WWD when accessing IPV services. However, 
if a WWD lives in a community where disclosure to friends is also discouraged, they 
could lose a major source of social and practical support in addressing IPV. For 
example, safety planning, a major component of leading abuse prevention and inter- 
vention programs for WWD (e.g., Hughes et al., 2010; Oschwald et al., 2009; 
Robinson-Whelen et al., 2010, 2014), involves supporting WWD to develop social 
connections with friends who can help them cope with and eventually leave abusive 
relationships in as safe and healthy as manner as possible. Such relationships may 
be especially important for people with disabilities, who often rely on perpetrators 
for assistance with activities of daily living and thus may need to develop a strong 
support network to assist with these needs once they leave an abusive partner (Lund 
et al., 2015; Oschwald et al., 2009). If a WWD lives in a community where disclos- 
ing abuse to others is strongly discouraged, she may face significant barriers in 
developing the supports necessary to safely leave an abusive relationship. 

Additionally, WWD may have particular concerns regarding the lack of anonym- 
ity in many small, rural communities (Sandberg, 2013); Sandberg writes that 
women in rural communities who experience IPV may be less likely to disclose 
abuse to the criminal justice system due to the likelihood that they or the perpetrator 
of their abuse may personally know individuals in positions of power (e.g., police 
officers, judges); this assertion is supported by Shannon et al.’s (2006) finding that 
women in rural areas were less likely than those in urban areas to find the police to 
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be helpful in addressing IPV and McCall-Hosenfeld and colleagues’ (2014) finding 
that physicians perceive the lack of anonymity in rural communities as a barrier to 
IPV reporting and police involvement. In addition to concerns about the anonymity 
of IPV-related information, however, WWD may also worry about the confidential- 
ity of any disability-related information while seeking help. Scholars have hypoth- 
esized that fear of stigma and discrimination may discourage WWDs from disclosing 
their disability status when seeking IPV services (Chang et al., 2003; Powers, 
Hughes, & Lund, 2009). Furthermore, people with disabilities may be hesitant to 
disclose their abuse, disability status, or both due to concerns about being seen as 
unable to keep themselves safe and losing their self-determination and civil rights 
as a result (Lund et al., 2015; Oschwald et al., 2009). This has led to the develop- 
ment of anonymous, computer-assisted abuse screening and education programs for 
people with disabilities (i.e., “Safer and Stronger Programs”; see Lund et al., 2015; 
Oschwald et al., 2009). The tight-knit nature of many rural communities may 
heighten these concerns; for example, a woman with a learning or mental health 
disability may not receive appropriate, accessible services for IPV out of fear of 
disclosing her disability to a police officer and then having that information spread 
to the broader community. 

Similar concerns about the anonymity and confidentiality of disability and IPV- 
related information may exist in faith communities. As with other rural institutions, 
these concerns may be heightened in places with small congregations and limited 
choices for places of worship. For instance, a woman in a rural community may be 
especially hesitant to disclose her IPV experiences to her congregation or pastor due 
to concerns about a negative reaction that could leave her without the social and 
spiritual support of her faith community (see Walker, Partridge, & Stephens, 2015, 
for a review). Similarly, a woman may be hesitant to disclose disability-related 
information to her pastor for similar reasons, which could again be a barrier to 
receiving of worship that they can attend, meaning that they may struggle to find a 
faith community that is physically and programmatically accessible, socially sup- 
portive, and theologically affirming of disability. 


Recommendations for Practice 


The economic realities of survivors’ situations cannot be ignored and may be a 
contributing factor to the survivor staying with the abuser, especially in the context 
of an inaccessible shelter in a rural setting. Being aware of this reality and listening 
to how the rural survivor wants to proceed are critical due to anonymity concerns 
about a disability or IPV. Providing options and resources (e.g., connect with county 
resources, domestic violence center, educational opportunities, financial workshops 
and education, department of vocational rehabilitation) could help the survivor 
become more independent. Being financially independent and financially literate 
may serve as a protective factor against abuse (Abramsky et al., 2011; Hetling, 
Postmus, & Kaltz, 2016). 
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In a randomized controlled trial of a financial literacy curriculum Moving Ahead 
Through Money Management (Allstate Foundation & National Network to End 
Domestic Violence, 2009) with 300 IPV survivors from seven states, Hetling et al. 
found that the curriculum had a large effect size of 1.11 or an increased growth in 
survivors’ financial knowledge of 40% and an increase of 18% in financial behav- 
iors, despite the fact that over half of their sample made less than $10,000/year. 
There was a high attrition rate which was accounted for, and the authors used a 
treatment on treated (TOT) evaluation of the curriculum instead of an intent to treat 
(ITT) design. This curriculum is free to the public at http://www.clicktoempower. 
org/financial-tools/curriculum-downloadm and could be used with survivors to 
increase their financial literacy. 

Practitioners can be person-centered by asking the client about their prioritiza- 
tion of roles including work, should they choose to enter or reenter the workforce. 
One also can help survivors think about a continuum of work (not all or nothing) 
and support clients who may need more fluidity or flexibility to their work sched- 
ules when they are experiencing severe symptoms. One can also demonstrate cul- 
tural sensitivity and person-centered counseling by asking the survivor what 
accommodations are helpful and building relationships with local domestic vio- 
lence shelters to ascertain if a setting is accessible for a client’s disability needs 
without breaking confidentiality of information. 

Finally, in the ecological context of limited social support in a rural setting, it 
appears that empowering WWDs to engage and reenter positive social networks is 
vital to self-determination and healthy interdependence. Goodman, Banyard, 
Woulfe, Ash, and Mattern (2016) have a helpful model for providers to empower 
survivors to safely engage others by completing the following: (1) prework to regain 
a sense of themselves and identify safe/unsafe relationships; (2) take stock by ask- 
ing good questions and supporting survivors to assess how network members might 
help or harm; (3) reconnect through coaching, role-playing, and thinking creatively 
to make it possible for survivors to rebuild relationships; (4) start new interests and 
provide opportunities for support groups and emotional support as they build new 
ties; and the last step is for the mental health professional to (5) move outward by 
working with and training network supporters to ensure that they are sources of sup- 
port and not harm. Part of their model also encourages helping the survivor connect 
psychologically with the larger community for additional informal support. 
Reengaging and building safe networks of support will empower survivors with dis- 
abilities in rural settings. 


Conclusion 


Women with disabilities, like all women, exist as part of a complex and intersec- 
tional ecological context. Their experiences, including their experiences of IPV, are 
both influenced by and influence their environments. Socioeconomic status, par- 
ticularly low socioeconomic status, and geography, particularly rurality, are two 
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such environmental factors that should be considered when working with women 
with disabilities who have experienced IPV. Low SES and rurality intersect with 
disability to create conditions that may make it more difficult for women with dis- 
abilities to disclose, leave, and cope with violent relationships and their effects. 
Mental health professionals should take into account the potential barriers created 
by these issues when working with clients with disabilities and help clients to 
develop culturally sensitive plans that account for and address these barriers. 


References 


Abramsky, T., Watts, C. H., Garcia-Moreno, C., Devries, K., Kiss, L., Ellsberg, M., ... Heise, 
L. (2011). What factors are associated with recent intimate partner violence? Findings from 
the WHO multi-country study on women’s health and domestic violence. BioMedical Central 
Public Health, 11(109), 1-17. 

Abused Deaf Women’s Advocacy Services. (2013). Community links. Retrieved from http://www. 
adwas.org/information/links/ 

Allstate Foundation & National Network to End Domestic Violence. (2009). Moving forward 
through money management. Northbrook, IL: Allstate Foundation. 

American Psychological Association (APA). n.d. Education and socioeconomic status fact sheet. 
Retrieved from: http://www.apa.org/pi/ses/resources/publications/factsheet-education.pdf 

Barisin, A., Benjak, T., & Vuletic, G. (2011). Health-related quality of life of women with dis- 
abilities in relation to their employment status. Croatian Medical Journal, 52, 550-556. 
doi:10.3325/cmj.2011.52.550. 

Barrett, K. A., O’Day, B., Roche, A., & Carlson, B. L. (2009). Intimate partner violence, health 
status, and health care access among women with disabilities. Women’s Health Issues, 19(2), 
94—100. doi:10.1016/j.whi.2008.10.005. 

Beyer, K., Wallis, A. B., & Hamberger, L. K. (2015). Neighborhood environment and inti- 
mate partner violence: A systematic review. Trauma, Violence, & Abuse, 16(1), 16-47. 
doi: 10.1177/1524838013515758. 

Bornstein, R. F. (2006). The complex relationship between dependency and domestic violence. 
American Psychologist, 61, 595—606. doi:10.1093/cs/27.2.121. 

Brault, M. W. (2012). Americans with disabilities: 2010, Household economic studies. Retrieved 
April 24, 2016, from U.S. Census Bureau: www.census.gov/prod/2012pubs/p70-131.pdf 

Breiding, M. J., & Armour, B. S. (2015). The association between disability and intimate partner 
violence in the United States. Annals of Epidemiology, 25, 455—457. 

Bronfenbrenner, U. (2005). Making human beings human. Thousand Oaks, CA: Sage Publications, 
Inc. 

Burchardt, T. (2004). Aiming high: The educational and occupational aspirations of young dis- 
abled people. Support for Learning, 19(4), 181—186. doi:10.1111/j.0268-2141.2004.00345.x. 

Campbell, C. D., Gordon, M. C., & Chandler, A. A. (2002). Wide open spaces: Meeting mental 
health needs in underserved rural areas. Journal of Psychology & Christianity, 21, 325-333. 

Chang, J. C., Martin, S. L., Moracco, K. E., Dulli, L., Scandlin, D., Loucks-Sorrel, M. B., ... Bou- 
Saada, I. (2003). Helping women with disabilities and domestic violence: Strategies, limita- 
tions, and challenges of domestic violence programs and services. Journal of Women’s Health, 
12, 699-708. 

Edwards, K. M., Mattingly, M. J., Dixon, K. J., & Banyard, V. L. (2014). Community mat- 
ters: Intimate partner violence among rural young adults. American Journal of Community 
Psychology, 53, 198-207. doi:10.1007/s10464-014-9633-7. 

Frantz, B. L., Carey, A. C., & Bryen, D. N. (2006). Accessibility of Pennsylvania’s victim’s assis- 
tance programs. Journal of Disability Policy Studies, 16, 209-219. 


9 Socioeconomic Status and Geographical Rural Settings’ Contribution to Oppression... 161 


Goodman, L. A., Banyard, V., Woulfe, J., Ash, S., & Mattern, G. (2016). Bringing a network-oriented 
approach to domestic violence services: A focus group exploration of promising practices. 
Violence Against Women, 22(1), 64-89. doi:10.1177/1077801215599080. 

Hahn, J. W., McCormick, M. C., Silverman, J. G., Robinson, E. B., & Koenen, K. C. (2014). 
Examining theimpactof disability status on intimate partner violence victimizationina population 
sample. Journal of Interpersonal Violence, 29, 3063-3085. doi: 10.1177/08862605 14534527. 

Hahn, J. W., & Postmus, J. L. (2014). Economic empowerment of impoverished IPV survivors: A 
review of best practice literature and implications for policy. Trauma, Violence & Abuse, 15(2), 
79-93. doi:10.1177/1524838013511541. 

Hamberger, L. K., & Larsen, S. E. (2015). Men’s and women’s experience of intimate partner 
violence: A review of ten years of comparative studies in clinical samples; part I. Journal of 
Family Violence, 30, 699-717. doi: 10.1007/s 10896-015-9732-8. 

Hasan, T., Muhaddes, T., Camellia, S., Selim, N., & Rashid, S. F. (2014). Prevalence and expe- 
riences of intimate partner violence against women with disabilities in Bangladesh: Results 
of an explanatory sequential mixed-method study. Journal of Interpersonal Violence, 29(17), 
3105-3126. doi:10.1177/08862605 14534525. 

Hawkins, A. J., Willoughby, B. J., & Doherty, W. J. (2012). Reasons for divorce and openness to 
marital reconciliation. Journal of Divorce & Remarriage, 53(6), 453-463. doi: 10.1080/10502 
556.2012.682898. 

Helfrich, C. A., Badiani, C., & Simpson, E. K. (2006). Worker role identity development of women 
with disabilities who experience domestic violence. Work, 27(3), 319-328. 

Hetling, A. (2011). Welfare caseworker assessments and domestic violence services: Findings 
from administrative data and case narratives. Violence Against Women, 17(8), 1046-1066. 
doi:10.1177/1077801211414928. 

Hetling, A., Postmus, J. L., & Kaltz, C. (2016). A randomized controlled trial of a financial liter- 
acy curriculum for survivors of intimate partner violence. Journal of Family Economic Issues, 
37(4), 672-685. doi:10.1007/s10834-015-9479-7. 

Hughes, R. B., Robinson-Whelen, S., Pepper, A. C., Gabrielli, J., Lund, E. M., Legerski, J., & 
Schwartz, M. (2010). Development of a safety awareness group intervention for women with 
diverse disabilities: A pilot Study. Rehabilitation Psychology, 55(3), 263-271. doi:10.1037/ 
20019916. 

Jennings, W. G., & Piquero, A. R. (2008). Trajectories of non-intimate partner and intimate partner 
homicides, 1980-1999: The importance of rurality. Journal of Criminal Justice, 36, 435-443. 

Jewkes, R. (2002). Intimate partner violence: Causes and prevention. The Lancet, 359, 1423-1429. 

Lund, E. M. (2011). Community-based services and interventions for adults with disabilities 
who have experienced interpersonal violence: A review of the literature. Trauma, Violence, & 
Abuse, 12, 171-182. 

Lund, E. M., Oschwald, M. M., Latorre, A., Hughes, R. B., Liston, B., Shelton, R., ... Powers, 
L. E. (2015). Developing an internet-based abuse awareness program for men with disabilities. 
Rehabilitation Counseling Bulletin, 58(3), 131-145. 

McCall-Hosenfeld, J. S., Weisman, C. S., Perry, A. N., Hillemeier, M. M., & Chuang, C. H. (2014). 
“I just keep my antennae out”: How rural primary care physicians respond to intimate partner 
violence. Journal of Interpersonal Violence, 29(14), 2670-2694. 

Oschwald, M., Leotti, S., Raymaker, D., Katz, M., Goe, R., Harviston, M., ... The Partnering 
with People with Disabilities to Address Violence Consortium, The Partnering with People 
with Disabilities to Address Violence Consortium. (2014). Development of an audio-computer 
assisted self-interview to investigate violence and health in the lives of people with develop- 
mental disabilities. Disability and Health Journal, 7, 292-301. 

Oschwald, M., Renker, P., Hughes, R. B., Arthur, A., Powers, L. E., & Curry, M. A. (2009). 
Development of an accessible audio computer-assisted self-interview (A-CASI) to screen 
for abuse and provide safety strategies for women with disabilities. Journal of Interpersonal 
Violence, 24, 795-818. 

Postmus, J. L., Plummer, S., McMahon, S., Murshid, N., & Kim, M. S. (2012). Understanding 
economic in the lives of survivors. Journal of Interpersonal Violence, 27, 411-430. 
doi: 10.1177/08862605 11421669. 


162 J.R. Nelson and E.M. Lund 


Postmus, J. L., Plummer, S., McMahon, S., & Zurlo, K. A. (2013). Financial literacy: Building 
economic empowerment with survivors of violence. Journal of Family Economic Issues, 34, 
275-284. doi: 10.1007/s 10834-012-9330-3. 

Powers, L. E., Hughes, R. B., & Lund, E. M. (2009). Interpersonal violence and women with dis- 
abilities: A research update. Harrisburg, PA: VAWnet, a project of the National Resource Center 
on Domestic Violence/Pennsylvania Coalition Against Domestic Violence. Retrieved from 
http://vawnet.org/material/interpersonal-violence-and-women-disabilities-research-update 

Powers, L. E., Renker, P., Robinson-Whelen, S., Oschwald, M., Hughes, R. B., Swank, P., & Curry, 
M. A. (2009). Interpersonal violence and safety promoting behaviors of women with disabili- 
ties. Violence Against Women, 15, 1040-1069. 

Programme on Mental Health, World Health Organization. (1996). WHOQOL-BREF: Introduction, 
administration, scoring and generic version of the assessment. Retrieved from: http://www. 
who.int/mental_health/media/en/76.pdf 

Rigg, J. (2005). Labour market disadvantage amongst disabled people: A longitudinal perspective 
(LSE STICERD research paper no. CASE103). Retrieved from http://eprints.lse.ac.uk/6250/1/ 
Labour_Market_Disadvantage_amongst_Disabled_People_A_longitudinal_perspective.pdf 

Robinson-Whelen, S., Hughes, R. B., Powers, L. E., Oschwald, M., Renker, P., Swank, P. R., & 
Curry, M. A. (2010). Efficacy of a computerized abuse and safety assessment intervention 
for women with disabilities: A randomized controlled trial. Rehabilitation Psychology, 55(2), 
97-107. doi:10.1037/a0019422. 

Robinson-Whelen, S., Hughes, R. B., Gabrielli, J., Lund, E. M., Abramson, W., & Swank, P. R. 
(2014). A safety awareness program for women with diverse disabilities: A randomized con- 
trolled trial. Violence Against Women, 20, 846-868. 

Sandberg, L. (2013). Backward, dumb, and violent hillbillies? Rural geographies and intersec- 
tional studies on intimate partner violence. Affilia: Journal of Women and Social Work, 28, 
350-364. 

Shannon, L., Logan, T. K., Cole, J., & Medley, K. (2006). Help-seeking and coping strategies for 
intimate partner violence in rural and urban women. Violence and Victims, 21(2), 167—181. 
Smith, D. L., & Strauser, D. R. (2008). Examining the impact of physical and sexual abuse on 
the employment of women with disabilities in the United States: An exploratory analysis. 

Disability and Rehabilitation, 30(14), 1039-1046. doi:10.1080/09637480701539542. 

U.S. Census Bureau. (2013). American Community Survey. Retrieved May 11, 2016: https://www. 
census.gov/newsroom/press-releases/2013/cb13-47.html 

U.S. Women’s Bureau, U.S. Department of Labor. (2015). Key characteristics of working women 
with disabilities, issue brief. Retrieved from: https://www.dol.gov/wb/resources/women_with_ 
disability_issue_brief.pdf 

Universal Living Wage. (2011). Universal living wage formula. Retrieved from http://www.uni- 
versallivingwage.org/ 

Vick, A., & Lightman, E. (2010). Barriers to employment among women with complex episodic dis- 
abilities. Journal of Disability Policy Studies, 21(2), 70—80. doi:10.1177/1044207309358588. 

Walker, D. F., Partridge, K. J., & Stephens, R. L. (2015). Addressing intimate partner violence in 
rural church communities. In A. J. Johnson (Ed.), Religion and men's violence against women 
(pp. 251-262). New York, NY: Springer Science + Business Media. 





Chapter 10 

Ableist Shame and Disruptive Bodies: 
Survivorship at the Intersection of Queer, 
Trans, and Disabled Existence 


Lydia X.Z. Brown 


We disabled people have a long and complex relationship with gender and sexual- 
ity — two modes of identity, experience, and categorization that, while distinct, can- 
not be fully separated. All people marginalized or targeted by structural 
oppression — self-perpetuating sociopolitical systems of power relations — exist in a 
complicated entanglement of presumptions about our genders and sexualities that 
inform both how we are perceived in the world and how gender-based violence is 
enacted against us. For disabled people, the mere specter of disability at once com- 
plicates and compounds our lived experiences with all forms of gender-based vio- 
lence — sexual violence, gendered labor exploitation, intimate partner violence, and 
gendered coercion or assaults by everyone from family to teachers to police and 
strangers. The complexity of inhabiting a body at once deemed disabled, queer, or 
transgender — transgressive in multiple ways — changes the ways in which gender- 
based violence targets us, exploits us, retraumatizes us, and isolates us from possi- 
ble avenues toward support, recovery, and healing. 


Sexuality, Gender, and the Able-Normative Body 


Ableist oppression is rooted in the concept of an ideal or normate body — the imag- 
ined normal — any deviation from which is evidence of defect, disorder, deficiency, 
or disease. The imagined normal finds itself home to many attributes or character- 
istics in social context — including attributions of heterosexuality, monogamy, cis- 
genderedness, and gender conformity. Even in marginalized communities, the 
imagined normal pervades expectations and assumptions about bodily functioning 
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and capacity — queerness, or any sexuality, as well as gender, is wedded to external 
signs and markers that assume an able-bodied and neurotypical person (Clare, 
2015; Ndopu & Moore, 2012). 


Desexualization and Degendering of Sick and Disabled Bodies 


Disability and related embodiments — madness, deafness, blindness, neurodiver- 
gence, and sickness — have often been defined in part through desexualization and 
degendering. Desexualization is the process of stripping disabled people of sexual 
agency and autonomy, in self-determining sexual identity or experience (including as 
asexual), and in having or becoming an object of sexual desire.! Degendering, simi- 
larly, is the process of stripping disabled people of gender or the possibility of gen- 
der, along with gender self-determination — where even for cisgender disabled 
people, disabled women are perceived as not fully feminine because of disability and 
disabled men as not fully masculine because of disability.” One cultural indicator of 
degendered disability is the sign that adorns many single-occupancy, wheelchair 
accessible restrooms that depict three stick figures: one intended to represent a man, 
another intended to represent a woman, and a third intended to represent a person 
using a wheelchair (Neumeier, 2015). While likely unintended to communicate an 
explicit message that disabled people must not ever have genders, the signs neverthe- 
less convey the pervasive ableism embedded in denial of gender self-determination. 

Yet while disability often renders gender-normative markers unintelligible, it also 
accentuates gendered expectations in the enforced infantilization of disabled people. 
That ableist infantilization ironically produces the opposite effect — where disabled 
people’s sexualities are hyper-accentuated in sharply divergent but equally danger- 
ous caricatures (DesJardins, 2012). For disabled men, particularly with intellectual 
disabilities, sexuality becomes predatory, dangerous, and unstable, as a threat to 
sexual innocence — an ableist aspersion particularly potent when wielded against 





'T use the term “desexualization” deliberately, and I mention asexuality explicitly to avoid making 
the easy conflation of asexuality with enforced desexualization. Asexuality is a valid identity and 
experience, and some disabled people are asexual or on the asexual spectrum. Thus, enforced 
desexualization is the presumption that all disabled people must be inherently asexual because 
disabled people are incapable of experiencing or receiving sexual desire or exercising sexual 
autonomy. That enforced desexualization also strips disabled asexuals of self-determination when 
disabled movements routinely engage in disavowal of asexuality as a legitimate identity or experi- 
ence that disabled people might claim alongside sexual identities or experiences. 


2Note of course that disabled people may also identify as genderless or agender — that is, as not 
having a gender. Somewhat analogously to asexuality, it is important to acknowledge that disabled 
people’s agency and self-determination must also extend to asexual and agender identities and 
experiences as much as to the full breadth and spectra of sexual and gender identities. Thus, deg- 
endering should not be conflated with the concept that to strip a person of gender is dehumanizing, 
since some people do not in fact identify with any gender. The dehumanizing aspect of both desex- 
ualization and degendering is that both processes strip their subjects of self-determination and the 
full range of possible identifications. 
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disabled trans people and disabled people of color. For disabled women, an illusory 
hyperfeminization takes form in an enforced childlike sexuality deployed to magnify 
the impact of harm perpetrated against disabled people as particularly egregious and 
shocking because of the supposed childlike innocence we are presumed to possess. 
These opposing forces of enforced presumptions of sexual predation or innocence by 
virtue of disability reflect a social aversion to nuanced, complex, and fluid recogni- 
tion of (a)sexual and (a)gender identities and experiences in disabled people’s lives. 


The Outer Limits of Desire and Desirability 


In her seminal work on queerness and the politics of sexuality, Gayle Rubin (1984) 
theorized the existence of a charmed circle of accepted, normative sexuality and its 
accompanying outer limits of deviant and non-normative sexuality. Including an 
anti-ableism analysis into this work requires acknowledging the reality that disabled 
people in all communities are routinely excluded from the outer limits not merely of 
acceptable sexual behavior and interaction but also of desire and desirability. If 
disabled people are presumed incapable of having and expressing sexual desires, we 
are also, equally, presumed incapable of be(com)ing objects of sexual desire, except 
sometimes by fellow disabled people. Once in a while, a lifestyle story in some 
magazine will quite literally illustrate this premise — by featuring the romantic story 
of a couple where both partners have Down syndrome or dwarfism or are autistic 
and by framing the narrative with a faint tone of patronizing adoration, as if the 
story portrays the intense childhood crushes of a pair of elementary school students 
whom the adults believe cannot understand what real love must be. Outside other 
hypothetical or actual disabled partners for intimate relationships, disabled people 
often cannot find romantic or sexual partners so easily. Often even, a disabled per- 
son with a nondisabled partner is presumed to be the victim of sexual abuse, both 
because of the infantilization of disabled people (presumed incompetent to consent) 
and because of the presumption that no “normal” person could ever truly desire a 
disabled person. And although queer and trans spaces often aim to transgress social 
norms or expectations for sexual and gender expressions, they nevertheless are sites 
of violence for many disabled queer and trans people who still find themselves 
excluded and isolated as undesirable, unlovable, or sexually undesirable. 


Understanding Queer and Trans Identifications 
and Experiences 


Unpacking the commonly used acronym LGBTQIAP+ (and variants, like LGBT, 
LGBTQ, LGBTQQ, or GLBT) requires developing an understanding of the com- 
plex and multifaceted ways in which gender and sexuality might be understood, 
defined, expressed, and related across cultural contexts. Here, I deploy the longer 
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form of the acronym in an attempt to capture a wider range of identities and experi- 
ences than the more conventional LGBT(Q) or GLBT(Q) — for the uninitiated, the 
L represents lesbian, the G represents gay, the B represents bisexual, the T repre- 
sents transgender, the Q represents queer or questioning, the I represents intersex, 
the A represents asexual, the P represents pansexual, and the plus sign represents 
additional sexual and gender minority identities not represented explicitly before- 
hand. Varied critiques of homonormativity (Duggan, 2002), pinkwashing (Schulman, 
2011),? and western queer imperialism (Massad, 2002) point to the limitations of 
any acronyms to capture experiences outside the linguistic and social contexts 
where the acronym has proliferated — experiences and identities that may not actu- 
ally be classed as queer or trans by those who live or claim them but occupy distinct 
social positionality in their own cultural contexts onto which western concepts of 
sexual orientation or gender identity may not map so clearly. 

For disabled people, queer and trans identities often come intertwined in com- 
plex entanglements with disabled identity and experience. Leah Lakshmi Piepzna- 
Samarasinha writes poetically of sexuality and desire in her cane and lopsided body 
(Balzer, 2014); Kay Ulanday Barrett’s (2016) poetry extols their wobbly, round 
body; I and others have written on the intersection of neurodivergence with trans 
experience. The term gendervague, coined within the autistic community, refer- 
ences the phenomenon of gender nonconformity, with or without dysphoria, as 
dependent on or derivative from autistic or other neurodivergent experiences — not 
necessarily in a causal relationship but perhaps a closely co-constitutive one for 
those living at that intersection (Brown, 2016). While trans, queer, and asexual com- 
munities have long resisted pathologization — in part stemming from a shared his- 
tory with the disabled community in surviving conversion therapy — disabled people 
within these same spaces have articulated for decades the parallels and commonali- 
ties in disabled, trans, queer, and asexual existence subject to medical and psychiat- 
ric remediation, surveillance, care, and control. One of the most striking 
commonalities in our collective histories is that our marginal communities and cul- 
tures are often founded through shared trauma and histories of violence. 


Surviving Sexual Violence in Queer and Trans Disabled 
Bodies 


The statistics are stark. Developmentally disabled people have been consistently 
shown to experience sexual abuse at much higher rates than those without develop- 
mental disabilities (Baladerian, 1991; Hughes et al., 2012; Jones et al., 2012). It is 





3Pinkwashing, considered a specific manifestation of homonationalism (Puar, 2007), refers to a 
nation-state’s leveraging the appearance of “progressive” politics through superficial inclusion of 
or support for gay and lesbian people as a strategy to deflect or delegitimize criticism of both more 
deeply anti-queer/anti-trans policies and of imperialism and settler-colonialism. In particular, 
pinkwashing crafts a narrative of the imperialist/occupier state as a safer haven for gay and lesbian 
people who must be rescued from their communities/occupied nations of origin. The term is most 
often used to refer to Israel. 
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highly possible, if not probable, that these numbers are likely still severely underre- 
ported and underrepresentative of the actual prevalence of survivorship among peo- 
ple with developmental disabilities. These studies also offer simplistic narratives — they 
generally fail to account for additional layers of experience, as though disability 
itself is so monolithic it renders all other social factors unintelligible and irrelevant. 
Every once in a while, a sensationalized story of sexual violence targeting a disabled 
person will appear in the news, typically accompanied by an entire panoply of ableist 
tropes designed to either further accentuate the monstrosity of the perpetrator or to 
deny any semblance of humanity and personhood to the disabled survivor. 


The Twin Presumptions of Incompetence and Caregiver 
Benevolence 


Disabled activists have long discussed the presumption of incompetence as a pre- 
vailing theme in the lives of people with disabilities, particularly mental disabilities. 
The presumption of incompetence conceptualizes disabled people as incapable of 
thinking, feeling, remembering, or deciding — sometimes even as incapable of per- 
ceiving or understanding the existence of other people or of events that they may 
witness. This presumption is often applied subconsciously — and sometimes 
openly — to people marginalized for reasons other than being disabled, though it 
remains rooted in ableism as it is an assumption about a person’s innate mental or 
cognitive capacity and functioning. For people with disabilities, the application of 
the presumption of incompetence results in institutionalized paternalism and denial 
of self-determination. 

Once a person is deemed incompetent, they become subject to the control of other 
people and of institutional actors in the name of supposedly protecting their best 
interests. In many legal systems, the presumption of incompetence takes form 
through the legal institution of guardianship or conservatorship. A guardianship or 
conservatorship allows a person or group of people to take legal responsibility for an 
adult deemed incapacitated or incompetent — some jurisdictions still use the outdated 
language “adjudication as a mental defective.” Essentially, guardianship imposes 
quasi-minority (childhood) status, which treats an adult under guardianship as hav- 
ing the same mental capacity for decision-making that an infant might have and 
assigns that adult the same legal status as a minor child who is not emancipated.* The 
most restrictive and common form of guardianship or conservatorship results in loss 
of rights to make decisions about finances, health care, civic participation, social 
associations or activities, or everyday personal lifestyle choices while granting the 





4Many disability rights advocates support the development and implementation of supported deci- 
sion-making models as an alternative to guardianship. Supported decision-making systems allow 
people with disabilities (whose disabilities affect their ability to make decisions completely inde- 
pendently) to form their own circle of supportive friends, relatives, and professionals to assist in 
making financial, medical, and other significant choices that they may need help to make. 
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right to make those decisions to the designated guardian. In profoundly ableist soci- 
eties, the imposition of guardianship triggers a terrifying set of implications — the 
guardian’s role is theoretically to advocate for and ensure the interests of the person 
under guardianship, but since the person under guardianship is presumed incompe- 
tent, whatever the guardian believes or desires will override any opposition or objec- 
tions from the disabled person; subsequently, legal and social authorities are 
extremely likely to support the guardian’s decision and legally enshrined paternalism 
while disregarding the perspective of the disabled person as automatically unreliable, 
unstable, or uninformed. 

The presumption of incompetence intertwines with its twin, the presumption of 
caregiver benevolence — a term first brought into the public lexicon by longtime 
autistic activist Kassiane A. Asasumasu (2014). The presumption of caregiver 
benevolence has at its core the fundamental belief that any caregiver of a disabled 
person — whether a family member, an intimate partner, a friend, or an employee 
hired to provide care — is necessarily an angelic, saint-like figure (if not an outright 
martyr) incapable of doing anything worse than perhaps occasionally being a bit 
ignorant. Coupled with the presumption of incompetence, the presumption of care- 
giver benevolence is an almost perfect precondition for abuse with impunity. In the 
context of perpetual desexualization and degendering, disabled survivors fear incre- 
dulity and invalidation from those who might otherwise be positioned to provide 
support in escaping an abusive situation, safety planning, or transitioning to a safer 
home and community after leaving. For example, a disabled person might come to 
a social services agency or mental health provider after leaving a family of origin 
that forced them to labor as a servant, ignored sexual abuse perpetrated by some 
members of the family, and publicly presented themselves as rescuers or saviors of 
the disabled relative. If the disabled person presents with apparent physical disabil- 
ity or neurodivergence, the agency or provider’s inclination, in all likelihood, is first 
to contact the family even if the survivor discloses some abuse, which would imme- 
diately place the survivor in greater danger as well as destroy any potential trust. In 
another example, a survivor may be isolated from community support and lack cho- 
sen family, while relying on their abusers for essential daily support. 





>Asasumasu (formerly known as Kassiane A. Sibley) first delivered a lecture on this topic entitled 
“DisAbused: Rethinking the Presumption of Caregiver Benevolence” at the University of 
Washington, Seattle on 28 February 2014, and later delivered the same lecture at Georgetown 
University on 23 September 2014. Asasumasu’s description of the lecture includes this description 
of the presumption of caregiver benevolence: “When our lives are framed as burdens on those 
around us, and our caregivers lauded as heroes simply for attending to our atypical access needs, 
our own lives and experiences are too easily erased, reduced to mere props in the stories of those 
who provide for us. This indignity fosters a climate in which our relationships with abusive care- 
givers are all too often reframed in terms of their own claims of hardship and suffering, rather than 
in terms of the suffering they have inflicted upon us. Society’s need to believe in the inherent nobil- 
ity of those who serve disabled people in a support role must not take precedence over our own 
needs for personal safety and simple human dignity.” 


10 Ableist Shame and Disruptive Bodies: Survivorship at the Intersection of Queer,... 169 


Ableism, Anti-Queerness, and Anti-Transness in Gender-Based 
Violence 


Violence and abuse of all forms often adopt methods and means of perpetration that 
rely on the marginalized/targeted status of the victim/survivor. For those with inter- 
sected experiences of oppression, the abuse can become even more pernicious and 
trap survivors in more dangerous situations and for longer than if those factors were 
not present. For example, a multiply disabled transgender woman who relies on her 
abusive partner to provide caregiving may be trapped in a long-term abusive situa- 
tion under threat of both losing life-sustaining care she cannot afford to pay for on 
her own and being outed as transgender to hostile family of origin and losing stable 
housing and constant reinforcement of the message that no one else would love her 
or sacrifice as much to provide caregiving as the abusive partner. In another exam- 
ple, a queer deafblind returned citizen who has survived sexual assault in prison and 
a halfway house may be unable to access supportive social services because avail- 
able providers have a reputation for being anti-LGBTQ, are unwilling to provide 
interpretation with a team of CDIs,° deny eligibility to former prisoners for some or 
all services/programs, or have not designed their building or standard procedures to 
minimize potential re-traumatization triggers for survivors of sexual violence — or 
any combination of those factors. 

The lives of queer and trans disabled people are often sites of repeated violence, 
stemming not merely from the historical legacies of intertwined pathologization of 
queerness, transness, and disability but also the widespread application of contem- 
porary compliance-based behavioral interventions, especially in highly gendered 
and racialized contexts. Compliance-based behavioral interventions exist ostensibly 
to ensure order, development of positive social adjustment, and minimization of 
disruptive behavioral challenges — all of which are heavily coded terms dispropor- 
tionately applied to characteristics and traits associated with people deemed unde- 
sirable and deviant so that educational and psychiatric interventions may serve as 
tools of social control (Brown, 2014a, 2014b). Disability itself has existed as a 
social categorization used to designate people deemed unworthy of life, undesirable 
to reproduce or being reproduced, defective in mental or physical capacity or func- 
tion, or nonviable for participation/membership in society or other social groupings. 
While disabled activists advance a particular politicization of disability as a category 


6A CDI is a Certified Deaf Interpreter. Since sign languages are as diverse and prolific as spoken 
languages and often even more fluid and rapidly changing, best practices in signing d/Deaf com- 
munication require the presence of a team of CDIs to accompany a team of hearing interpreters. 
This is especially important for insular — often multiply marginalized — d/Deaf communities where 
dialect sign or even very particular homesign is the only sign language used, as a hearing inter- 
preter with even a very high level of proficiency in the “standardized” sign language of their region 
will be unable to communicate effectively or understand cultural cues. Another layer of audism 
(anti-deaf ableism) exists in the requirements for separate certification of Deaf people as interpret- 
ers, which are distinct and more rigorous than those for hearing people to begin work as sign lan- 
guage interpreters. 
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of identity and experience, disability itself elides easy or clear definitions, as even 
disabled activists and advocates struggle to articulate a single definition of disabil- 
ity. Evidence of disability — and therefore ableism — as a means of social control 
surfaces in the history of eugenics as the science of white supremacy, a widely 
accepted, mainstream science purportedly concerned with identifying characteris- 
tics desirable for reproduction and eliminating characteristics incompatible with the 
idealized and normative (white, abled) body. 

Similarly, ableism inscribes itself in the history of conversion/reparative thera- 
pies aimed at controlling and subjugating people perceived as (at risk of becoming) 
queer or transgender. The original pioneers of conversion therapy operated out of 
the same pathology paradigm that casts disabled bodies as physically/mentally 
defective and casts the specter of pathology over queerness and transness. The 
harsh, aversive-focused compliance-based behavioral interventions spilling from 
the B.F. Skinner school of behaviorism initially found their home in Ole Ivar 
Lovaas’s laboratories at UCLA from the 1960s through the 1970s, where Lovaas 
applied a schematic of punishment and reward to young boys who walked, played, 
or spoke in effeminate ways and were thus considered at risk for “developing” 
homosexuality (see Burroway, 2011). His experiments, funded by grants through 
the National Institutes of Health, continue to be touted as successful in some psy- 
chology texts, some of which name Kirk Murphy (one of the first subjects) as a 
prime example of the therapeutic method’s success (Burroway, 2011). Murphy 
committed suicide in adulthood, and while no empirical evidence may exist to 
clearly mark a causal relationship between the conversion therapy and his later sui- 
cidality, queer thinkers can easily infer some connection from our own experiences 
with socially entrenched expectations of palatability and compliance. 

The same procedures Lovaas used in that “feminine boys project” ultimately 
evolved into the now-widespread “evidence-based practice” of applied behavioral 
analysis, first through the application of painful, contingent electric shock to young 
autistic children — publicly described in Life magazine as “‘far-gone mental cripples” 
(Brown, 2014a, 2014b; Moser & Grant, 1965). Now, not only is applied behavior 
analysis still widely considered a gold standard for evidence-based treatment for 
autism, but autistic adults within the LGBTQIAP+ communities are subjected to 
even harsher and compounded expectations of compliance. In the case of Kayden 
Clark, a white autistictrans man, a mental health provider refused to provide gender- 
affirming treatment and care until he first “cured” his autism — leading to deepened 
depression and suicidal ideation (Autistic Self-Advocacy Network [ASAN], 2016). 
When in mental health crisis, police were called and shot Clark dead on his front 
doorstep (ASAN, 2016) — solving the problem of suicidal ideation by eliminating 
the need for suicidal thoughts and fulfilling a broader social imperative to eliminate 
disruptive and unruly bodies — particularly ones marked by both gender and ability 
disruptions. The ramifications of compliance-based behavioral interventions — of a 
lifetime of compliance training — on young disabled, queer, and trans people lead 
too often to lifetimes of repeated, complex trauma and cycles of abuse, whether 
within families of origin, chosen families, or larger communities. 
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Mapping the Contours of Ableist Shame 


Ableism weaves its way into every form of marginalization and every form of 
oppression. While all forms of structural oppression are not identical in nature or 
manifestation, oppression does conform to certain patterns of violence in differen- 
tial power relations (Young, 2011), and all forms of oppression in their current 
states are both necessary for and dependent on one another (Baggs, 2016; Brown, 
2014a, 2014b). White supremacy has long depended on the ableism embedded not 
only in eugenics but also in more specific tools like the intelligence quotient test to 
separate the white, supposedly more intellectually capable, students from those of 
color, or the diagnostic label of drapetomania, used to pathologize enslaved Black 
people who escaped captivity (Lewis, 2016b, 2017) Hetero- and gender-normative 
medicine has likewise depended on ableism to subject queer and trans youth to 
conversion or reparative therapy aimed at transforming those children back to a 
“natural” and “correct” state of heterosexuality and cisgenderedness from their sup- 
posed mental illness. And within disability communities, we have also enacted able- 
ism against one another — from the physically disabled activists who insist that they 
deserve rights because their minds are “fine,” to the autistic activists who insist that 
they deserve acceptance because they are not “retarded,” to the historical people 
with intellectual disabilities divided in large-scale institutions into the “high-grade 
morons” and “low-grade morons” set against one another in a vicious competition 
to achieve closer to able-normative status. 

Ableist shame poses further complications in work to support queer and trans 
disabled survivors as it coalesces internally — not merely as an externally imposed 
force. For those of us who have experienced trauma in faith communities — whether 
the assumption that disability is a curse for sin or the belief that disability is a spiri- 
tual problem in need of cure and whether the exile and abandonment common to 
many queer and trans people or the pain and violence of enduring pressure to recover 
from queerness or transness — ableist shame may take form of a persistent internal 
voice doubting, invalidating, and interrupting any attempt at healing. Perhaps the 
disabled survivor was not sufficiently compliant or well-behaved; perhaps the dis- 
abled survivor was too intense and too burdensome; perhaps the disabled survivor 
did not experience any abuse at all. Ableism at its core is a belief that whoever is 
sick, disabled, mad, or neurodivergent has no value, does not matter, and should not 
exist as they/we are — it is for many of us a constant source of cyclical retraumatiza- 
tion, including through its internalization. 


Bringing Disability Justice to Trauma-Informed Care 


Trauma-informed care models aim to integrate knowledge of the effects of trauma, 
re-traumatization, and vicarious trauma into support systems, health care, and men- 
tal health services. For survivors of any kind of abuse from authority figures, 
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trauma-informed care might emphasize the need to decrease symbols of authority or 
control such as uniforms, locked doors, or formal titles or honorifics. For survivors 
of any kind of sexual abuse, trauma-informed care might similarly emphasize the 
need for heightened sensitivity to potential triggers related to the sexual abuse based 
on the survivor’s particular experiences as well as more generalized experiences of 
sexual trauma — such as creating a strong culture of affirmative consent for any 
physical contact. 

In the context of disability, trauma-informed care most often enters policy or 
programmatic conversations as a model for mental health-care delivery systems and 
educational practices — such as becoming a strategy to avoid use of restraints, seclu- 
sion, and other punitive, behavior-focused responses to students with disabilities. 
But trauma-informed principles should not exist simply as a mechanism to further 
control behavior via a backdoor, disingenuous packaging — they should be steeped 
in the principles of disability justice as a means of promoting holistic, individual- 
ized, and empowering care that recognizes the autonomy of the care recipient and 
the impact of oppressive systems in compounding individual and collective trauma. 

Various research on racial trauma demonstrates that exposure to racist microag- 
gressions carries lifelong mental health consequences for people of color (Hwang & 
Goto, 2008; Nadal, Griffin, Wong, Hamit, & Rasmus, 2012; Smith, Hung, & 
Franklin, 2011; Torres, Driscoll, & Burrow, 2010). Other research and theorizing 
points toward specific forms of collective, historical, or intergenerational trauma 
(Sotero, 2007) extend beyond microaggressions experienced during a single per- 
son’s lifetime, including among others the trauma of colonization and genocide as 
impacting Native, Indigenous, or Aboriginal peoples (Brave Heart, 2003; Brave 
Heart & DeBruyn, 1998; Brave Heart, Chase, Elkins, & Altschul, 2011; Gone, 
2013; Whitbeck, Adams, Hoyt, & Chen, 2004); the trauma of mass enslavement and 
forced trafficking as impacting Black people with enslaved ancestors (Fralich- 
LeSarre, 2012; Gump, 2010; Leary, 2005); and the trauma of the Shoah (Holocaust) 
as impacting Jewish people, particularly those with ancestors targeted in the Shoah 
(Baranowsky, Young, Johnson-Douglas, Williams-Keeler, & McCarrey, 1998; 
Kellermann, 2001; Sigal & Weinfeld, 1989; Yehuda, Halligan, & Grossman, 2001). 
Relatedly, the vast body of research on stereotype threat as an adverse influence on 
academic and cognitive functioning suggests a more insidious reality — that margin- 
alized or targeted people live their entire lives operating under oppressive, dehu- 
manizing, and pathologizing presumptions compounded by specific microaggressions 
and the impact of collective or historical trauma all contributing to intense minority 
stress. 

For those existing at the intersections, such as queer and trans disabled people, 
this psychologically and sociologically abusive milieu becomes its own manifesta- 
tion of intersected structural oppression. The minority stress model suggests a 
means of conceptualizing ableist oppression as a dynamic adverse socio- 
psychological influence in the lived experiences of disabled people, which contrib- 
utes to both heightened vulnerability to all forms of violence and abuse and to 
lessened capacity or effectiveness of existing systems for providing appropriate and 
empowering support to survivors. Constant endurance of minority stress coupled 
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with collective trauma demands integration of disability justice into care and sup- 
port work — recognition of inconsistency, frailty, and vulnerability and practice of 
flexible and fluid care in response. 


Doing Interdependence with Care Collectives 
and Community Care 


In defiance of the persistent myth of independence (Brown, 2012), disabled survi- 
vors have long emphasized the development of care collectives’ as a strategy for 
community care and alternative to the psychiatric-industrial complex (Mingus, 
2015). Community care, as an act and ongoing process of radical interdependence, 
recognizes that caregiving and support are emotional labor (disproportionately 
demanded uncompensated from Black, Native, trans/gender nonconforming, and 
disabled people, among others) and that systems designed for care as service (typi- 
cally within a capitalist model) often fail to meet the needs or honor the whole 
humanity of those of us at the margins (Lewis, 2016a). A care collective recognizes 
that healing and recovery are collective processes and that a single person cannot 
and should not bear the sole responsibility of support for another — since those who 
provide support often also experience their own trauma. The model depends on 
group commitment from multiple people to support those in need of care, in recog- 
nition that the intensity of emotional labor required may vary, as well as the capaci- 
ties of those providing support to perform that labor. For those who remain isolated 
due to entrenched ableism and often other factors, the care collective model may not 
yet be viable or available, but it still offers a powerful set of possibilities for what 
care might be(come) when designed and directed by those in need of it in a com- 
munity with a shared commitment to mutual aid. 


To Queer and Crip Gender Conventions 


The dominant narrative of gender-based violence tends to conjure very specific 
types of sexual violence — single incidents of rape or ongoing domestic abuse — tar- 
geting cisgender women (who are also presumptively white, abled, and straight). 
While these forms of violence are reprehensible and deeply harmful, queer and 
trans disabled survivors often experience particular types of gendered violence that 
cannot be easily captured in simplistic or linear narratives or reductive statistics and 
data points. Recognizing the complex interplays of gender, sexuality, and disability 





7One of the pioneers of current work oncollective care is Mia Mingus, who writes on access inti- 
macy, collective wellness, pod mapping (as a transformative justice strategy), and disability jus- 
tice. Mikael Lee (formerly Lee Lyubov) is another sick and disabled activist writing about 
community care and resource redistribution, as well as disposability and trash politics as part of 
disabled survivorship. 
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also requires developing new analytic frames for the scope of gender-based vio- 
lence — violence that depends on desexualization and degendering of a disabled 
adult; violence that depends on exploitation of typically gendered labor from a dis- 
abled person; violence that depends on the presumption of incompetence and rein- 
forcement of a victim’s romantic and sexual undesirability to maintain control; 
violence that depends on the presumption of caregiver benevolence and infantiliza- 
tion of the disabled survivor; violence that depends on a survivor’s medical needs 
and history of trauma in community space; violence that depends on a disabled 
person’s isolation in the psychiatric ward or solitary confinement cell; and violence 
that depends on denial of a disabled person’s gender identity or capacity to authenti- 
cally express it. 

Addressing gender-based violence with a disability justice analysis means inte- 
grating understanding of multiple identities and experiences into direct, rhetorical, 
and community response. In one widely publicized case, a white and class-privileged 
professor of disability studies was convicted of sexual offenses against a Black, 
low-income man with significant disabilities who communicated through supported 
typing (Engber, 2015; Tremain, 2015). Anna Stubblefield’s narrative is that she and 
D. J. Johnson had a consensual sexual relationship, with Johnson affirmatively 
expressing consent to sex through typing and that her prosecution — and Johnson’s 
family’s support of the prosecution — represented solely the ableism of infantiliza- 
tion and presumption of incompetence (and romantic and sexual undesirability). 
The prosecution argued that Johnson was unable to consent and that he and his fam- 
ily had been exploited and manipulated by false promises from supported typing — 
supported typing is also known as facilitated communication (FC) and is widely 
considered to be “‘pseudoscience” except within some parts of the disabled activist 
community (Engber, 2015). (Even in disability activism, supported typing or FC is 
consistently under attack as fraudulent, unreliable, and prone to abuse, although 
such accusations themselves rely on the myth of independence and a highly indi- 
vidualistic notion of valid thought or expression.) The defense argued that 
Stubblefield acted irresponsibly and exercised poor judgment due to infatuation 
with Johnson and false but genuine belief that he consented to a relationship with 
her. The judge refused to allow Johnson to testify directly; the prosecutor deliber- 
ately stood between Johnson and Stubblefield so that he could not see the then- 
former professor. 

Within disability studies scholarly circles, two encampments swiftly arose — 
those defending Stubblefield as a pioneer and champion for/with nonspeaking dis- 
abled people whose mode of communication is presumed unreliable on ableist 
grounds and those disavowing Stubblefield as a shameful embarrassment to the 
community responsible for evidencing the dangers of a terrible fraud. Others argued 
that Stubblefield’s whiteness and class background furthered her supposed exploita- 
tion and abuse of Johnson as a Black and disabled person (Tremain, 2015).° Yet in 





8 There are further grounds for critique on the conflation of race with socioeconomic status, which 
in itself is racist. Additionally, power dynamics inevitably enter any relationship between partners 
who have different experiences with privilege and marginalization but do not necessarily invalidate 
a relationship’s consensuality. 
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the entire time discussion of the case spread like wildfire through the disability com- 
munity and even hit the front page of the New York Times (Engber, 2015),’ no one 
has attempted to converse with Johnson to learn whether he consented to a relation- 
ship or separately to sex. Nearly every individual involved in the criminal prosecu- 
tion and defense had decided that Johnson is incompetent and incapable of 
self-expression and self-determination — that he is inevitably a victim without 
agency or full personhood, that Stubblefield was at best operating under a delusion 
of his personhood or at worst deliberately exploiting and targeting the most vulner- 
able and defenseless individual, and that Stubblefield had to have been perverted if 
she felt love for a person with significant disabilities. As of writing, Stubblefield 
remains in prison; Johnson no longer has any access to supported typing (Engber, 
2015) (and therefore the most effective means of expressing himself to others). 
Whether Johnson survived the forcible end of his consensual relationship or a pro- 
longed victimization, he has not been offered platform or access to share his story. 

Untold numbers of disabled people remain in the liminal spaces between starkly 
defined gender and sexuality and desexualization and degendering, their survivorship 
impossible to define by able-normative gender standards. Untold numbers of disabled 
people remain deprived of any communication access because of the presumption that 
valid communication must be wholly independent and linguistically normative. 
Untold numbers of disabled people remain locked in institutions and prisons, unable 
to access enough education to learn words like “queer” or “trans,” let alone to exercise 
autonomy in escaping abuse or building intimacy (Baggs, 2012; Ben-Moshe, 2013; 
Erevelles, 2014; Morgan, 2017; Adams & Erevelles, 2017). Queer and trans disabled 
communities have begun to create healing practices that take account of our whole 
humanity within an intersectional disability justice framework — now we must bring 
that work to all spaces addressing violence and laboring for liberation. 


References 


Adams, D. L. & Erevelles, N. (2017). Unexpected spaces of confinement: Aversive technologies, 
intellectual disability, and “bare life.” Punishment & Society, 0(0), 1-18. 

Asasumasu, K. A. (2014, September 23). DisAbused: Rethinking the presumption of caregiver 
benevolence. Lecture at the University of Washington-Seattle. 

Autistic Self-Advocacy Network. (2016, February 8). ASAN joint statement on the 
death of Kayden Clarke. Retrieved from __http://autisticadvocacy.org/2016/02/ 
asan-joint-statement-death-of-kayden-clarke/ 

Baggs, A. M. (2012, January 23). What makes institutions bad. Ballastexistenz. Retrieved from 
https://ballastexistenz.wordpress.com/2012/01/23/what-makes-institutions-bad/ 

Baggs, A. M. (2016, May 1). There is ableism somewhere at the heart of your oppression, no 
matter what your oppression might be. Ballastexistenz. Retrieved from https://ballastexistenz. 
wordpress.com/2016/05/01/there-is-ableism-somewhere-at-the-heart-of-your-oppression-no-- 
matter-what-your-oppression-might-be/ 





° The reporter who wrote this horrifically ableist and un-nuanced article also wrote about an annual 
conference on supported typing/FC that took place at Syracuse University in the summer of 2014. 
I gave one of the keynote addresses at that conference. It was devastating to read the feature 
article. 


176 L.X.Z. Brown 


Baladerian, N. J. (1991). Sexual abuse of people with developmental disabilities. Sexuality and 
Disability, 9, 323-335. 

Balzer, S. (2014). Beginning with the body: Fleshy politics in the performance art of Rebecca 
Belmore and Leah Lakshmi Piepzna-Samarasinha. Journal of Feminist Scholarship, 6, 47-58. 

Baranowsky, A. B., Young, M., Johnson-Douglas, S., Williams-Keeler, L., & McCarrey, M. 
(1998). PTSD transmission: A review of secondary traumatization in holocaust survivor fami- 
lies. Canadian Psychology/Psychologie Canadienne, 39, 247-256. 

Barrett, K. U. (2016). When the chant comes. New York, NY: Topside Heliotrope. 

Ben-Moshe, L. (2013) Disabling incarceration: Connecting disability to divergent confinements in 
the USA. Critical Sociology, 39(3), 385—403. 

Brave Heart, M. Y. H. (2003). The historical trauma response among natives and its relationship 
with substance abuse: A Lakota illustration. Journal of Psychoactive Drugs, 35(1), 7-13. 

Brave Heart, M. Y. H., Chase, J., Elkins, J., & Altschul, D. B. (2011). Historical trauma among 
indigenous peoples of the Americas: Concepts, research, and clinical considerations. Journal 
of Psychoactive Drugs, 43, 282-290. 

Brave Heart, M. Y. H., & DeBruyn, L. (1998). The American Indian holocaust: Healing historical 
unresolved grief. American Indian and Alaska Native Mental Health Research, 8(2), 56-78. 

Brown, L. X. Z. (2012). Privilege and the myth of independence. Autistic Hoya. Retrieved from 
http://www.autistichoya.com/2012/08/privilege-and-myth-of-independence.html 

Brown, L. X. Z. (2014a). Compliance is unreasonable: The human rights implications of 
compliance-based behavioral interventions under the convention against torture & the conven- 
tion on the rights of persons with disabilities. In J. E. Méndez & H. Harris (Eds.), Torture in 
healthcare settings: Reflections on the special rapporteur on torture’s 2013 thematic report 
(pp. 181-194). Washington, DC: Center for Human Rights & Humanitarian Law at American 
University Washington College of Law. 

Brown, L. X. Z. (2014b). Reconnecting disability and asexuality. Disability Intersections. Retrieved 
from http://disabilityintersections.com/2014/01/reconnecting-disability-and-asexuality/ 

Brown, L. X. Z. (2016). Gendervague: At the intersection of autistic and trans experiences. The 
National LGBTQ Task Force Blog. Retrieved from https://thetaskforceblog.org/2016/06/22/ 
gendervague-at-the-intersection-of-autistic-and-trans-experiences/ 

Burroway, J. (2011). What are little boys made of? An investigation of an experimental program 
to train boys to be boys. Box Turtle Bulletin. Retrieved from http://www.boxturtlebulletin.com/ 
what-are-little-boys-made-of 

Clare, E. (2015). Exile and pride: Disability, queerness, and liberation. Durham, NC: Duke 
University Press. 

DesJardins, M. (2012). The sexualized body of the child: Parents and the politics of “voluntary” 
sterilization of people labeled intellectually disabled. In R. McRuer & A. Mollow (Eds.), Sex 
and disability (pp. 69-86). Durham, NC: Duke University Press. 

Duggan, L. (2002). The new homonormativity: The sexual politics of neoliberalism. In 
R. Castronova & D. D. Nelson (Eds.), Materializing democracy. Towards a revitalized cultural 
politics. Durham, NC: Duke University Press. 

Engber. (2015, October 20). The strange case of Anna Stubblefield. New York Times. Retrieved 
from _ https://www.nytimes.com/2015/10/25/magazine/the-strange-case-of-anna-stubblefield. 
html 

Erevelles, N. (2014). Crippin’ Jim Crow: Disability, dis-location, and the school-to-prison 
pipeline. In L. Ben-Moshe, C. Chapman, & A. C. Carey (Eds.), Disability Incarcerated: 
Imprisonment and Disability in the United States and Canada (pp. 81-100). New York, NY: 
Palgrave Macmillan. 

Fralich-LeSarre, N. M. (2012). Beyond cultural competency: Understanding contemporary prob- 
lems with historical roots using and African-centered/Black psychology lens (Doctoral disser- 
tation). Retrieved from ProQuest (UMI Dissertation Publishing 3539696). 

Gone, J. P. (2013). A community-based treatment for Native American historical trauma: Prospects 
for evidence-based practice. Spirituality in Clinical Practice, 1(S), 78-94. 


10 Ableist Shame and Disruptive Bodies: Survivorship at the Intersection of Queer,... 177 


Gump, J. P. (2010). Reality matters: The shadow of trauma on African American subjectivity. 
Psychoanalytic Psychology, 27(1), 42-54. 

Hughes, K., Bellis, M. A., Jones, L., Wood, S., Bates, G., Eckley, L., ... Officer, A. (2012). 
Prevalence and risk of violence against adults with disabilities: A systematic review and meta- 
analysis of observational studies. The Lancet, 379, 1621-1629. 

Hwang, W., & Goto, S. (2008). The impact of perceived racial discrimination on the mental 
health of Asian American and Latino college students. Cultural Diversity and Ethnic Minority 
Psychology, 14, 326-335. 

Jones, L., Bellis, M. A., Wood, S., Hughes, K., McCoy, E., Eckley, L., ... Officer, A. (2012). 
Prevalence and risk of violence against children with disabilities: A systematic review and 
meta-analysis of observational studies. The Lancet, 380, 899-907. 

Kellermann, N. P. F. (2001). Transmission of holocaust trauma: An integrative view. Psychiatry — 
Interpersonal and Biological Processes, 64, 256-267. 

Leary, D. L. (2005). Post-traumatic slave syndrome: America’s legacy of enduring injury and heal- 
ing. Milwaukie, OR: Uptone Press. 

Lewis, T. A. (2016a). Fighting for free[dom] & the expense of erasure. Retrieved from http://www. 
talilalewis.com/blog/fighting-for-freedom-the-expense-of-erasure 

Lewis, T. A. (2016b). Honoring Arnaldo Rios-Soto & Charles Kinsey: Achieving lib- 
eration through disability solidarity. Retrieved from http://www.talilalewis.com/blog/ 
achieving-liberation-through-disability-solidarity 

Lewis, T. A. (2017). Emmett Till & the pervasive erasure of disability in conversations about 
white supremacy & police violence. Retrieved from http://www.talilalewis.com/blog/ 
emmett-till-disability-erasure 

Massad, J. A. (2002). Re-orienting desire: The gay international and the Arab world. Public 
Culture, 14(2), 361-385. 

Mingus, M. (2015, February 6). Medical industrial complex visual. Leaving Evidence. Retrieved 
from https://leavingevidence.wordpress.com/2015/02/06/medical-industrial-complex-visual/ 

Morgan, J. (2017, January). Caged in: The devastating harms of solitary confinement on prison- 
ers with physical disabilities. New York, NY: American Civil Liberties Union Foundation. 
Retrieved from https://www.aclu.org/files/caged-in/010916-ACLU-Solitary Disability Report- 
Accessible.pdf 

Moser, D., & Grant, A. (1965, May 7). Screams, slaps, and love: A surprising, shocking treatment 

helps fargone mental cripples. Life, 58(18), 90-96. 

Nadal, K. L., Griffin, K. E., Wong, Y., Hamit, S., & Rasmus, M. (2012). The impact of racial 

microaggressions on mental health: Counseling implications for clients of color. Journal of 

Counseling & Development, 92(1), 57-62. 

Ndopu, E., & Moore, D. L. (2012, December 7). On ableism within queer spaces, or, queer- 

ing the “normal.” Pretty Queer. Retrieved from _http://wellallbeancients.tumblr.com/ 

post/46895332103/on-ableism-within-queer-spaces-or-queering-the 

Neumeier, S. M. (2015). Disabled genders. Silence Breaking Sound. Retrieved from https:// 
silencebreakingsound.wordpress.com/2015/06/19/disabled-genders/ 

Puar, J. K. (2015). Bodies with new organs: Becoming trans, becoming disabled. Social Text, 33(3 
124), 45-73. 

Rubin, G. (1984). Thinking sex: Notes for a radical theory of the politics of sexuality. In P. M. Nardi 
& B. E. Schneider (Eds.), Social perspectives in lesbian and gay studies: A reader (pp. 100- 
133). London: Routledge. 

Schulman, S. (2011, November 22). Israel and ‘pinkwashing’. New York Times. Retrieved from 
http://www.nytimes.com/201 1/1 1/23/opinion/pinkwashing-and-israels-use-of-gays-as-a- 
messaging-tool.html 

Sigal, J. J., & Weinfeld, M. (1989). Trauma and rebirth: Intergenerational effects of the holocaust. 
Santa Barbara, CA: Praeger Publishers. 

Smith, W. A., Hung, M., & Franklin, J. D. (2011). Racial battle fatigue and the miseducation of 
black men: Racial microaggressions, societal problems, and environmental stress. The Journal 
of Negro Education, 80(1), 63-82. 





178 L.X.Z. Brown 


Sotero, M. M. (2007). A conceptual model of historical trauma: Implications for public health 
practice and research. Journal of Health Disparities Research and Practice, 1(1), 93-108. 
Torres, L., Driscoll, M. W., & Burrow, A. L. (2010). Racial microaggressions and psychological 
functioning among highly achieving African-Americans: A mixed-methods approach. Journal 

of Social and Clinical Psychology, 29, 1074-1099. 

Tremain, S. (2015). The racialized reception of the verdict in the trial of Anna Stubblefield. 
Discrimination and disadvantage. Retrieved from http://philosophycommons.typepad.com/ 
disability_and_disadvanta/2015/10/the-racialized-reception-of-the-verdict-in-the-trial-of- 
anna-stubblefield.html 

Whitbeck, L. B., Adams, G. W., Hoyt, D. R., & Chen, X. (2004). Conceptualizing and mea- 
suring historical trauma among American Indian people. American Journal of Community 
Psychology, 33(3/4), 119-130. 

Yehuda, R., Halligan, S. L., & Grossman, R. (2001). Childhood trauma and risk for PTSD: 
Relationship to intergenerational effects of trauma, parental PTSD, and cortisol excretion. 
Development and Psychopathology, 13, 733-753. 

Young, I. M. (2011). Justice and the politics of difference. Princeton, NJ: Princeton University 
Press. 


Chapter 11 

Inclusive, Culturally Competent Practices 
for Christian Faith Leaders in Responding 
to IPV Survivors with Disabilities 


J. Ruth Nelson, Mei-Chuan Wang, and Lilly R. Haagenson 


Vignette 1 

A woman with adult onset multiple sclerosis met with a senior pastor and female 
pastor of care at a large evangelical Christian church to share about emotional abuse 
by her husband. The husband had emotionally abandoned his wife and taken up 
with another woman publicly in front of his wife. The pastor inquired about her 
safety, and she responded that she hadn’t been physically harmed and her life was 
not in physical danger. However, she was deeply hurting emotionally and concerned 
about financial dependence on her husband with limited ability to work full time 
due to her disability. The pastor asked how she would like to proceed, and she 
responded that she would like to reconcile with her husband if he was willing to 
commit to her again but that she did not want to continue in the current awful situ- 
ation. At the woman’s request, the pastor met with the husband alone to confront the 
emotionally abusive behavior, but the husband was hard-hearted and not willing to 
make changes in his behavior nor restore the marriage relationship. The senior pas- 
tor and pastor of care together in collaboration with the domestic violence advocate 
advised the woman to divorce the man. The woman agreed she wanted to divorce 
her abusive husband, and the pastor of care and advocate worked with her to help 
find legal counsel, temporary housing, psychological counseling, and groceries 
through church and community resources. 


Vignette 2 

A talented woman who once served as a teacher acquired a moderate traumatic 
brain injury (TBI) due to a severe fall. This married woman with two small children 
began the arduous process of recovery from a TBI — learning to understand her new 
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rhythm of being, having lost some abilities and slowly working to regain others 
back which would take at least 5—10 years according to her neurologist. Being able 
to think quickly on her feet and managing two young children were challenging 
with the acquired TBI, but even more so when trying to respond to her weekly, 
churchgoing husband who began to have episodes of anger and would physically 
and verbally abuse her and her children. Being a woman of strong faith, she first 
sought out her pastor. He dismissed her saying that it was her fault and couldn’t 
imagine that her kind, quiet man who sat in the front row every Sunday could be 
capable of such violence. The pastor then met with both the survivor and her hus- 
band together and concluded that she needed to be a better wife and hire someone 
to help her with household tasks and organizational skills. The abuse continued. She 
eventually left the church after reaching out to a local domestic violence shelter 
advocate. Her advocate and she developed and programmed into her cell phone a 
concrete safety plan with steps and words to say for her and her children to exit 
quickly. The advocate also found her a “safe” accessible church for her to attend. 


The Need for Informed, Culturally Competent Faith Leader 
Responses to WWDs 


The above two examples, composite cases to protect the identities of survivors, 
illustrate helpful and not helpful behaviors and practices of religious leaders 
responding to women with disabilities (WWDs) experiencing intimate partner vio- 
lence (IPV). Although people with disabilities comprise approximately 19% of the 
US population (Brault, 2012) and are the largest minority group in the USA, not 
much has been written or studied on religious leaders’ response to WWDs experi- 
encing IPV. It is also critical to note that WWD may be more vulnerable to IPV and 
may develop disabilities or additional disabilities as a result of experiencing IPV 
(e.g., anxiety, depression, PTSD; Ballan et al., 2014; Breiding & Armour, 2015; 
Coker, Smith, & Fadden, 2005; Hahn, McCormick, Silverman, Robinson, & 
Koenen, 2014; Hughes et al., 2012). Women and WWD of Christian faith back- 
grounds may stay in abusive relationships longer, as religious beliefs from faith 
leaders and literal readings of the Bible may lead them to remain in unsafe situa- 
tions or may feel that they have to forgive and will keep up hope that their partner 
will change (Copel, 2008; McAllister & Roberts-Lewis, 2010; Nason-Clark, 2000, 
2009). 

With this in mind, the purpose of this chapter is to provide helpful practices for 
religious leaders and therapists who collaborate with religious leaders to follow as 
they seek to provide support for survivors with disabilities. There is little data on 
pastoral response to IPV in WWDs. Faith leaders and many in society may also 
unconsciously ascribe to various models of disability and display those in their 
interaction with WWDs. The authors will briefly review models of disability and 
implicit biases that those without disability may have. In the second section of the 
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chapter, the authors describe their qualitative study of pastoral response to WWDs 
experiencing IPV. Finally, practical suggestions for providing support to WWDs 
experiencing IPV will be shared. 


Faith Leaders’ Response to IPV and Individuals 
with Disabilities 


After multiple searches via Summon and Academic Search Premier, the authors did 
not find any literature that combines the intersection of faith leaders’ responses 
toward WWD experiencing IPV. There is some data on how faith leaders respond to 
women experiencing IPV and how religious beliefs impact pastoral and survivors’ 
responses (e.g., Choi, 2015; Johnson, 2015), but few analyses of how faith leaders 
respond to and think about individuals with disabilities, specifically WWDs within 
and outside of their faith communities from the context of their individual religious 
beliefs and perspectives (e.g., Abrams & Gaventa, 2006; Reynolds, 2008; Schumm 
& Stoltzfus, 2016; Swinton, 2004; Thompson, 2009; Yong, 2011). In fact, there are 
not any empirical studies on this topic but philosophical exegesis and discourse 
about various sacred text interpretations leading to awareness of ingrained ableism 
and suggestions for valuing and including people with disabilities in faith communi- 
ties. More research partnerships targeting IPV and WWD are being established and 
carried out (e.g., Ballan et al., 2014; Lund et al., 2015; McCarthy, Hunt, & Skillman, 
2017; Shah, Tsitsou, & Woodin, 2016). Earlier and current literature has focused on 
incidence and demographics of survivors with disabilities or IPV issues of individu- 
als with intellectual disabilities with concerns for vulnerability and consensual sex- 
uality (e.g., Benedet & Grant, 2014), but the field is moving forward in looking at 
more complex questions of the dynamics and contributing factors to IPV in WWDs 
and beginning to provide initial intervention studies (Robinson-Whelen, Hughes, 
Gabrielli, Lund, & Schwartz, 2014). Yet, studies that add to understanding religious 
beliefs and disability dynamics and faith leader responses toward WWD experienc- 
ing IPV appear nonexistent and a critical gap in the field. 


Models of Disability and Impact on Response to WWDs 


Religious beliefs that relate to models of disability may impact faith leader responses 
to WWDs. What model of disability faith leaders and others knowingly or uncon- 
sciously ascribe to likely affects their responses toward WWDs. A number of mod- 
els of disability exist in the US culture such as the medical model in which the 
individual needs to be fixed and is not okay as is and power for change rests solely 
in the professionals’ hands (Olkin, in press, 2002; Smart, 2016). Much of society 
ascribes to this model and has produced an ablest cultural perspective that being 
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disabled is negative, nothing good can come from it, or life can’t be enjoyed or lived 
well with a disability. A disability must be cured according to the medical model. 
This model doesn’t acknowledge the social construction of and societal reaction to 
disability (Smart, 2016). It also doesn’t recognize strengths that may come along 
with the disability. 

Someone with a mental health disability experiencing IPV may be blamed that 
her disability is causing or escalating the abuse and once she gets treatment for her 
mental health issue, the abuse will not occur. Or faith leaders may think that the dis- 
ability issue needs to be addressed first instead of the safety of the individual with a 
disability. This model tends to provide much stigmatization and foster stereotypes 
such as one with a disability is “damaged goods.” It perpetuates the idea that some- 
one with a disability is less than or can’t contribute equally to a relationship due to 
the disability. In fact, one of the inappropriate stereotypes is that if someone is mar- 
ried to someone with a disability, then they must be “a saint or loser” and that the 
partner with a disability has nothing to contribute to the relationship or there is an 
unequal balance in the marriage or partnership (Asch & Fine, 1997, p. 247). 
Unbalanced relationships are perceived as stressful for both partners (Smart, 2016). 
The contributor might become resentful and the recipient may feel insecure and 
possibly worry that her partner will leave (Smart, 2016). 

According to the moral model, disability is a manifestation of morals, sins, evil, 
and/or a lack of faith (Olkin, in press, 2002; Smart, 2016). It may be seen as a test 
of faith or given selectively to someone who can withstand it (Olkin). An example 
of this would include an individual who is told that she doesn’t have enough faith 
and that is why God hasn’t healed her yet. She or her parents may take her to healing 
services in an effort to get rid of the disability. Another example of the moral model 
would be someone who believed that her daughter was born with a disability due to 
past sin in her life. Disability may be seen as a gift or a thorn in the flesh and may 
be given for one’s spiritual growth. Another example that could be perceived as 
condescending is to tell an individual with a disability that it was a gift from God 
and that she is more special than others. 

A third model is the rehabilitative/functional model or the “economic model.” 
The rehabilitative/functional model posits that disability is a condition to accept or 
challenge to overcome, especially in relation to employment, and personal adjust- 
ment involves making the most of functional abilities (Olkin, in press, 2002; Smart, 
2016). It is known as the economic model as it closely relates to an individual with 
disabilities’ ability to earn income based on their functioning abilities. With the 
advent of assistive technology, more and more women with disabilities are able to 
work. However, this model insinuates that overcoming and meeting challenges are 
always possible with a disability which is not true. It also sends a message that you 
are not accepted with your disability — overcome it! For those with disabilities 
whose functions fluctuate (such as multiple sclerosis or mental health episodes), 
this becomes problematic for spouses/partners or pastors to understand and accept 
why they could do one type of task yesterday but not today and inappropriate 
assumptions of laziness may be made. 
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The social/environmental model describes disability as a social construct with prob- 
lems arising from the mismatch in environmental access, especially attitudinal barriers 
from others. Disability is seen as a normal part of the human spectrum of differences 
and society oppresses individuals with disabilities (Olkin, 2002; Smart, 2016). A lack 
of attitudinal acceptance is an example Nancy Eiesland (1994) shares in her book, The 
Disabled God, where a woman without arms asked to be part of the choir in the church, 
but the director refused her request because he thought it would be too distracting for 
the parishioners. Another example would be the lack of friendship offered to a woman 
with disabilities or the social exclusion many people with disabilities feel regularly 
(Gray, 2012; Rokach, Lechcier-Kimel, & Safarov, 2006). Other examples of attitudinal 
barriers include lowered expectations for women with disabilities, marginality, viewing 
them as objects, infantilizing them, or practicing paternalism when serving them (act- 
ing on another’s behalf without consulting that person), requiring unnecessary depen- 
dence of the WWD, or pitying them (Smart, 2016). 

The first three models view disability negatively in an ablest fashion, while the 
social model tends to see disability in a neutral manner with change possible through 
accessible environments and attitudes. These models may influence how faith lead- 
ers respond to WWDs. 


Implicit Biases Affect Our Responses to WWDs 


In addition to models of disability, psychological research also asserts that our 
implicit biases and assumptions, mostly unconscious, may affect our perceptions 
and, consequently, attitudes toward others (e.g., Project Implicit — Social Attitudes). 
Across 18 studies of a meta-analysis, moderate to strong negative implicit attitudes 
toward people with disabilities were found (Wilson & Scior, 2014), but there was no 
association between explicit and implicit attitudes. Pfeiffer et al. (2004) found that 
religious beliefs were found to be related both positively and negatively to opinions 
of disability. Allport’s (1954, 1979) classic intergroup theory research initially sug- 
gested that increased contact should lead to reduced prejudice to an out-group, but 
this was not borne out in the research. Certain conditions need to exist with this 
contact to decrease prejudice and implicit/explicit bias. Yuker, Block, and Young 
(1970) found that to build authentic relationships with individuals with disabilities 
and reduce prejudice and ableism, four conditions needed to be satisfied: (1) equal 
status relationships, (2) natural contact, (3) view of the individual with a disability 
as someone to ward off negative stereotypes, and (4) both individuals who are work- 
ing toward shared goal(s). More recent research has noted the importance of the 
type of contact (e.g., voluntary vs. involuntary, intimate vs. superficial, in one’s 
home) between individuals with and without disabilities that can lead to reduced 
prejudice (Keith, Bennetto, & Rogge, 2015). How we respond to WWD appears to 
be based partially upon our implicit and explicit assumptions, conscious or uncon- 
scious models of disability, and the type(s) of shared experiences, or lack thereof, 
we have had with people with disabilities (PWD). 
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The research over the past two decades continues to demonstrate that many faith lead- 
ers tend to have little to no training on IPV and to deny, minimize, or ignore IPV and 
encourage victims to stay in an abusive marriage, especially if they believe in literal 
interpretations of Scripture (Johnson, 2015; Knickmeyer, Levitt, Home & Bayer, 
2003; Rotunda, Williamson, & Penfold, 2004). Some lack the courage to confront the 
IPV and tell survivors that they don’t want to take sides (Choi, 2015). Faith leaders in 
Dyer’s (2010) study suggested that misinterpretation of the Bible about gender roles 
could give perpetrators an excuse to abuse their partners. Another study by Levitt and 
Ware (2006) found that teaching submission and promoting unequal relationships 
could be used to support men’s authority in the family and used to justify IPV. 

Christian women in congregations that did not support divorce in cases of IPV 
appeared to be more likely to be victims of abuse (Wang, Home, Levitt, & Klesges, 
2009). Survivors of IPV have also shared that pastoral staff told them to pray harder, 
to be a better wife, and/or to stay in the marriage (Potter, 2007). Some women didn’t 
disclose their IPV because they didn’t think the pastor would believe them or they 
had seen the pastor respond poorly to others’ IPV circumstances or displayed hypo- 
critical behavior as compared to their religious beliefs and teachings (Potter). Yet, 
more than 70% of Christian women who left an IPV relationship shared that their 
faith gave them the strength to leave (Wang et al., 2009). 

Since many faith leaders tend to have limited training in IPV and/or limited 
experience with those with disabilities and unintentionally provide damaging 
responses and yet can be instrumental in helping WWDs experiencing IPV, the 
authors (Nelson and Haagenson) purposely interviewed religious leaders from 
larger faith communities in an urban setting who were known to provide exemplary 
leadership and inclusion of persons with disabilities, offered disability ministries, 
and/or had strong collaborations with local domestic shelters. These faith leaders 
were also chosen because they served large congregations which would increase 
their chance of encountering IPV and WWDs. Due to the paucity of intersectional 
research on IPV, WWDs, and faith leader response, the main goal was to explore 
and identify potentially culturally sensitive, safe strategies in addressing IPV in 
WWD in religious communities. 


Purpose of Study 


The following research study had three goals: (1) identify, if any, what model of 
disability faith leaders may ascribe to; (2) identify responses of a sample of faith 
leaders of mainline protestant faith-based organizations (FBO) to women experi- 
encing IPV, especially WWD; and (3) identify initial practice suggestions for psy- 
chological consultants and faith leaders who may work with clients with disabilities 
who hold Christian religious beliefs and are experiencing IPV. 
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Research Methods 


Procedures 


The researchers received approval from the university institutional review board to 
conduct faith leader interviews. Researchers (authors Nelson and Haagenson) inter- 
viewed and audio recorded via Audacity software 19 Christian faith leaders from a 
Midwestern metropolitan area regarding their thoughts/perceptions/responses in a 
30-45 min interview of 16 questions, Faith Leaders Interview Regarding IV and 
Disability. Faith leaders were selected either from personal connections or from a 
review of websites to see if they had disability ministries and/or domestic violence sup- 
port. Leaders from larger faith communities were contacted via e-mail and interview 
questions were sent with the invitation so that they could see the nature of the questions 
and whether it was a good match for the role they played in their faith organization. 
Additional names were obtained through the snowball sampling technique where faith 
leaders who were interviewed would suggest additional pastors to interview. 

Faith leaders were interviewed at their church or faith-based organization. 
Researchers provided reflective listening, nonverbal attending skills, and clarifying 
statements such as “Explain what you mean or can you give an example?” if needed. 
Faith leaders responded to the following questions: 


1. What are your thoughts about the causation of disability? What are your thoughts 
about God and disability? 

2. Has a woman approached you about IV? Has a male approached you about IV? 
If so, how did you respond or suggest she or he do? 

3. Have you ever had a woman with a disability (e.g., mental health, hearing, vision, 
physical, health) experiencing IV ask you for help? If so, how did you respond 
or suggest she or he do? 


At the end of each interview, participants were asked if there was additional 
information or recommendations for other pastors that they would like to share. 
They were also asked if they had pastoral colleagues who may be able to interview. 
Faith leaders received a Barnes & Noble $25 gift card funded by a university faculty 
development grant. 


Sample Characteristics 


Faith Leaders Of the 19 faith leaders which comprised of senior, associate, women, 
and care ministers, 12 were men and 7 female, and the strong majority had been serv- 
ing in ministry for at least 20 years (m = 19.8 years with a range from 2 to 37 years). 
Only 16% had less than 10 years of experience and most came from larger faith con- 
gregations (1500 members or more); a few were from smaller churches and a couple 
were the only pastor. The ethnicity of the sample was nondiverse — all Caucasian. 
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The vast majority of pastors had a family member or close friend with a disability 
(74%), although most had little to no training on disability cultural competence. 
Notably, a couple pastors were trained in special education fields before completing 
M.Div. programs. IV training was limited as none of the pastors interviewed had 
received specific training on IV in WWD. Five of the 19 (26%) had received some 
training on IV (“bits and pieces”); one mentioned a course on counseling and two pas- 
tors had prior graduate counseling psychology coursework or degrees. Some pastors 
had become more knowledgeable about IV — over half of our sample had sought out 
further training, books, workshops, and educational opportunities in this area despite 
limited training in seminaries. One pastor mentioned that seminary training on IV was 
“weak, especially in regards to what do you report and what is held in pastoral privi- 
lege.” One pastor shared that his denomination had recently instituted online training 
for vulnerable populations, including people with disabilities and homeless 
individuals. 


Data Analysis 


The lead researcher (Nelson) and two research assistants listened to audios by the 
faith leaders independently. Response data of interview questions were completed 
and coded into excel files by each researcher independently. The researchers con- 
ducted almost all interviews together (lead researcher and one research assistant), 
reviewed the audio files, coded responses from faith leader audio recordings, 
reviewed the responses from faith leaders, and generated repetitive and significant 
themes as instructed by Miles and Huberman (1994) and Krueger and Casey (2000). 
Themes generated by Nelson were almost identical to those generated by the assis- 
tant researchers. The lead researcher extracted statements that illustrated major 
themes in response to the research questions. 


Results 


All but one of 19 faith leaders had experienced a woman approaching them about 
IPV, and nearly 74% had experienced at least one WWD sharing about IV with 
them, but these nonrepresentative pastors of larger churches were selectively sought 
out for their leadership in ministry to those with disabilities and/or leadership and 
collaboration with domestic violence shelters. A couple pastors had turned down the 
opportunity to interview due to no experience with WWDs experiencing IPV. A 
couple pastors shared that their own children had experienced IPV or they or a 
spouse grew up in a home that experienced IPV. In fact, one pastor of care in her 15 
years had seen a steady increase of IPV, and children and adults with prior abuse 
experiences and was concerned about whether they had enough physical and staff 
resources to meet the growing needs of their congregation. 
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Themes from Responses to WWD Experiencing IPV 


Respect the Other: Seeing Christ in WWD 


Faith leaders were cognizant of the fact that when someone approached them about 
IV, it was imperative to “treat them with respect and lift them up” as their sharing 
was a “sacred trust.” When asked about WWD, pastors shared a similar theme of 
showing respect and seeing Christ in WWD. A couple pastors specifically men- 
tioned that the image of God or “imago dei” was displayed in WWD. A couple 
pastors emphasized that those with disabilities were “different, not less than.” 


Disability Moral Model Implications 


When faith leaders were asked why there is disability, almost all mentioned acci- 
dental and genetic causes; a few identified that only rarely a disability could be a 
result of sinful behavior such as a pregnant mother drinking heavily during preg- 
nancy such that the infant has fetal alcohol syndrome. Many leaders explained that 
disability was also a result of the fallen, sinful world, with one pastor citing demonic 
warfare. Some relayed the idea that “God allowed it, but it was not God’s original 
intention and the focus is on the final outcome”. A portion responded with a theme 
of the sovereignty of God. 

Most faith leaders endorsed a moral model of disability — that disability was a 
gift, had a spiritual growth purpose, and/or was a result of a fallen, broken world. 
One pastor said the question was futile. He said that the important question was, 
“What do we do in response?” Another pastor said it was a cultural test of love — 
how we respond to WWD is a measure of our love and respect for all humanity. 
Another pastor said, “We are all human beings and should be treated righteously. 
We’re not mistakes.” There was a portion of individuals who quoted Psalm 139:14 
as those with disabilities being made perfectly by God: “I praise you, for I am fear- 
fully and wonderfully made. Wonderful are your works; my soul knows it very 
well” (ESV). 

One of the most powerful statements by a pastor was the recognition of ableism 
in his own thinking and praying; he had unconsciously assumed a medical, cultural 
view of disability in which disability needed to be fixed. The pastor had “caught 
himself praying that the God of miracles would heal the disability of an individual 
and felt God “slap him in the face” in which God said, “Maybe you are the one with 
a disability, not her.” The pastor described this realization as a “humbling moment, 
understanding that my view of disability was arrogant and wrong.” 
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Physical and Spiritual Safety Almost all faith leaders emphasized safety first for 
the individual and asked survivors if they felt safe. A female pastor of care from a 
larger, affluent church was very direct in sharing about physical safety concerns. For 
example, she regularly communicates that 


One in five [who are experiencing IPV] will lose their life. If you stay, you will continue to 
get hurt - or worse killed. 


Another female pastor of care stated that she starts the conversation with, “What 
brought you here today? What do you need? How can I help?” She mentioned that 
she often refers survivors to the local domestic violence shelter, but at times victims 
are not willing to go there, sometimes stating that they do not want to follow their 
rules of curfew. She encourages self-responsibility but allows them to make the 
decision, and she supports them with whatever resources she can and spiritual sup- 
port if they ask for it. She was adamant about not wanting to shove religion at them 
and called it “spiritual abuse” to do so but allowed them to share if they have a faith 
background or not or if they want that to be a part of moving forward. This faith 
leader was very conscious of promoting their self-determination, although she 
didn’t use that word. She said that she “meets them where they are at” and encour- 
ages them to seek safety, supporting their decisions. 

If a survivor didn’t feel safe, pastors asked the survivor if they had a family mem- 
ber who could drive them to a nearby shelter in trying to use informal supports as 
much as possible. Several faith leaders talked about connecting women with domes- 
tic violence shelter advocates and following the advocate’s advice to respond to the 
survivor. Pastors gave print materials such as the National Domestic Violence 
Hotline number and community contacts/website information. Pastors discussed 
that at times safety for the survivor also meant calling 911 for a mental health 
screening if needed (e.g., suicidal thinking) and sometimes medical evaluations of 
rape. Safety also included paying to have phones turned back on if the survivor 
couldn’t afford to do so. 

One church provided crisis safe homes for mothers and children with families 
from the church who were trained in IV and trained to not take personally deflected 
emotions from the survivor or children, but this is not recommended as best practice 
due to safety issues for the family and the survivor. A few faith leaders discussed 
that they provide support if the woman chose to seek domestic violence shelter 
advocate’s recommendations such as pursuing a restraining order. They would pay 
for a different therapist but had some boundaries in place if they refused to follow 
any of the domestic violence shelter advocate’s recommendations or multiple thera- 
pists’ suggestions. The faith leaders tended to “lean into professionals” as they cited 
the advocates were well trained. 


Empowerment Most often a woman would be connected to a pastor of care or 
women’s minister and generally another person was present. The pastors talked 
about sitting with them, “listening for layers,’ decentering and being present with 
them, and validating their feelings and emotions as they contacted various resources 
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such as domestic violence shelter advocates, community counseling services, 
county resources, and other community resources. An example of empowerment 
was the following from a faith leader: 


Create a community of care surrounding the person. Being sensitive is crucial and being 
willing to listen to what the woman wants specifically. The woman needs to be the agent of 
their care. 


Minimization was Rare, but Occurred 


The interviewed pastors appeared to take a WWD’s statements seriously and 
attempted to support and provide person-centered, supportive statements such as 
“Tm really sorry this happened to you” and asked hard questions such as “Do you 
feel safe?” and “How can we best support you?” However, there was one instance 
where a pastor appeared to minimize IPV in responding to women coming off the 
street to report violence when he relayed that part of his role was “sniffing out 
scams” and was more likely to support women who attended his church regularly. 

Another example of denial of a mental health disorder and IPV was not done by 
one of the participants in this sample, but one pastor of care had a local community 
member come to her after another local pastor had told her to stay in an extremely 
abusive relationship (including denial of the woman’s mental health issues), but it 
was a horrific abuse and later prosecuted in the courts and the perpetrator was sen- 
tenced to prison; one child in the family was suicidal and another had run away. 
That local church community was rigid in their interpretation of not divorcing 
except in the case of adultery and did not understand how violence breaks the mar- 
riage covenant. 

One of the dangers is also to minimize the IPV in the context of a disability. One 
pastor talked about addressing disability first — depression with suicidal thinking 
before the IPV. It is not best practice to just focus on the disability. Sometimes one 
can experience IPV and suicidal thinking — both can be immediately life-threatening 
and need to be addressed at the same time. A best practice may be to help the 
woman get a mental health consult and temporary housing that very day. One may 
inadvertently minimize IPV and focus solely on mental health needs, thinking 
incorrectly that getting mental health treatment will resolve the IPV. That very 
woman may be released from the hospital with daily outpatient care for depression 
and come home to be killed by her partner that evening. 


Partners Unsupportive of Mental Health Needs 


At times, faith leaders talked about spouses or partners who were not supportive of 
treatment related to mental health needs. Some pastors had dealt with partners who 
were not supportive of mental health needs — weren’t willing to support their spouse 
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in getting desired treatment and training in coping strategies or therapy. This resis- 
tance may be due to stigma and a general lack of understanding of mental health 
disorders, needs, and coping strategies, by the partner, as well as control over the 
knowledge of abuse. A number of pastors saw anxiety, depression, and PTSD as 
significant disabilities in individuals experiencing IV. Some had preexisting dis- 
abilities and some developed a disability or additional disabilities after their IV 
experience. Several churches offered Stephen’s or befriender or mentor support or 
counselors in training (overseen by licensed counseling therapists) at the church site 
and/or helped pay for counseling services that were in the community. 


Increased Vulnerability of WWDs 


There was a general theme from faith leaders that WWDs are more vulnerable to 
IV. Nearly three-fourths of the faith leader sample had interacted and supported a 
WWD experiencing IV. Furthermore, three faith leaders had intervened in situations 
involving teen and adult women with intellectual disabilities who were being abused 
physically and/or sexually by males. In each of these situations, the faith leaders 
observed that a desire for belonging and love by WWDs sometimes overrode safety 
concerns in dating and partner relationships. 


Financial Barriers to Leaving Partners 


An oft-cited issue faith leaders heard was the structural reality of survivors having 
to take on their own finances and being underemployed, especially if they could 
only get a job in a service area. Faith leaders mentioned connecting WWDs with 
community agencies that specifically supported PWDs or survivors of IPV finding 
work (e.g., RISE, Second Chance Employment Services). 


Teach Mutual Respect and Biblical Equality 


Almost all pastors mentioned that the passage of Scripture of submitting to one’s 
husband is not understood in the entirety of the passage and that the word “submit” 
has been misused and as a result become a pejorative word. Pastors talked about not 
using that term at all in wedding ceremonies and rather focused on mutual sacrifice, 
respect, and love for each other as guiding principles and the importance of looking 
to each other’s interests and needs, serving each other. The pastors felt using this 
Scripture out of context was abusive in the context of IPV (e.g., “Submit to your 
husbands equates to submit to the abuse”). Almost all faith leaders identified that 
abuse was a breaking of the marriage covenant and safety was first and foremost. 
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Faith leaders desired for partners to be reconciled if the partner was willing to get 
therapy and exhibit changes but recognized that safety was the immediate priority. 
Additionally, if the domestic violence advocates encouraged separation and/or 
divorce, some faith leaders (trained by the local domestic violence shelter) were 
willing to support a WWD in those steps. One of the female faith leaders talked 
about the need for mutual respect and serving: 


Women are not less than or not as good, but each are helpmates and each partner has their 
strengths. Roles of women and men need to be taught. Jesus walked with women when men 
didn’t. He portrays women as equal and a blessing with a purpose as men. People don’t take 
the time to seriously understand these passages and the Hebrew text/translation. It’s a 
delight for partners to serve each other. 


WWPDs are culturally stigmatized for both having a disability and being a female, 
but psychological providers can consult with Christian faith providers to encourage 
teaching about mutual respect and serving of each other in intimate partner 
relationships. 


Don’t Let Fear and Lack of Knowledge Paralyze a Supportive 
Response 


Those pastors who had a family member with a disability (e.g., spouse, niece, 
brother-in-law, young adult child) shared that the more understanding they gained 
about disabilities, the more empathy and discernment they had to serve and respond 
sensitively to women with disabilities. One pastor whose wife had a physical dis- 
ability really understood the desire by WWD to be treated just like others and with- 
out pity as he had observed prejudicial treatment and stares (“hypervisibility’’) that 
his wife regularly receives. 


Allow Survivors with Disabilities to Lead in Spiritual Matters 


A faith leader has a unique role and comfort to offer a survivor, but some faith lead- 
ers were quick to point out that some verses are handed out like platitudes with little 
thought to the context of the survivor’s situation. An example was that survivors 
with disabilities are sometimes told (and inappropriately pulled out of context) that 
“God doesn’t give them more than one can handle” based on the Biblical passage I 
Corinthians 10:13. This passage reads: 


No temptation has overtaken you except what is common to mankind. And God is faithful; 
he will not let you be tempted beyond what you can bear. But when you are tempted, he will 
also provide a way out so that you can endure it. (ESV) 


This denies the individual’s lived experience and deep pain and squelches her 
desire to share and get appropriate help to move forward. This passage is talking 
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about temptation, not soul crushing abuse by a trusted spouse/partner. One faith 
leader wisely suggested: 


Wait for the questions about God and leave that up to the Holy Spirit. Do not pray with them 
unless they ask for such prayer. 


These guidelines can help one avoid spiritual abuse and open up lines of com- 
munication in which the survivor is heard and their experiences are validated. 


Focus on Gratitude 


A suggestion by one pastor of care was to help survivors focus on gratitude even in 
the toughest of situations by encouraging them to find three things to be grateful for 
and to write it down in a notebook. An example given was “You have your son and 
he’s safe with you.” The socio-ecological systems are not supportive to single 
women who have left spouses and are financially struggling to make it indepen- 
dently, especially with children. The power of focusing on the positive parts of their 
lives seemed helpful according to this pastor. 


Discussion and Implications for Practice 


Need for Intersectional Training: IPV, Disability, and Faith 
Beliefs 


Training in seminaries and other sources was limited in this sample of 19 pastors 
similar to Rotunda et al.’s (2004) and Brade and Bent-Goodley’s (2009) studies, but 
these pastors had been out of seminary on average for at least two decades, thus not 
likely to have experienced change in curriculum as documented by Cooper-White 
(2004, 2011). This was a selective sample who displayed leadership in disability 
ministries and engaging IPV, so it is not surprising that over half had sought out 
further training, workshops, and books on IPV and another 25% had formal training 
on IPV from professionals and some had established collaborations with local vio- 
lence shelter advocates and received training from them. Only one pastor had con- 
tinuing education from his denomination in serving people with disabilities, and 
two other pastors had received graduate-level special education degrees prior to 
ministry. There is a need for training in IPV but even more so in the area of respond- 
ing well to people with disabilities and specifically WWDs. 

The intersectionality of IPV and WWD was not addressed through seminary 
training of these participants and does appear to be a critical need for serving as a 
first contact. There are few best practice models for responding to WWDs experi- 
encing IPV, but Barrier Free Living is a nationally known organization with a 
domestic violence shelter that specializes in providing IPV support specifically to 
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WWDs (https://www.bfinyc.org/). Faith-based organizations that address IPV are 
also listed in Table 11.1 as a resource for clinicians and faith leaders to pursue addi- 
tional training. 

Training on disability awareness, etiquette, and historical treatment of those with 
disabilities is needed to help the church become a more welcoming place. Carter (this 
volume) outlines in Chap. 3 some of these aspects of a welcoming church to those 
with disabilities. Attitudes and words can reflect unhelpful models of disability and 
discourage survivors from getting help. When a WWD approaches a faith leader 
about IPV and is met with pity or paternalistic attitudes or worse yet, demeaning, 
ignorant comments pertaining to her mental health disability, she will not continue 


Table 11.1 Faith-based nonprofit organizations/resources targeting intimate partner violence 





Faith-based IPV 





organization Website Target audience 

The Faith Trust http://www.faithtrustinstitute.org/ | National, state, and community 

Institute faith-based and secular 
organizations of the USA 

RAVE http://www.theraveproject.com/ Christian leaders and 


organizations in the USA 





Domestic Harmony 
Foundation 


http://dhfny.org/ 


South Asian, Middle Eastern, and 
Muslim community in Long 
Island, New York 





Jewish Women 
International 


http://www.jwi.org 


Jewish girls, teens, and women 





Shalom bayit 


http://www.shalom-bayit.org/ 


Jewish community in Northern 
California 





Mending the Souls 
Ministry, Inc. 


https://mendingthesoul.org 


Partners with international 
organizations, denominations, 
churches, and community leaders 
to train caregivers and survivors 
of sexual and physical trauma, 
pastors, and community leaders in 
East Africa 





Safe Place Ministries 


http://safeplaceministries.com/ 


Recovery needs of women and 
children and church ministries in 
Boise, Idaho 





Focus Ministries 


http://www.focusministries | .org/ 


Women and families and training 
for individuals, churches, and 
organizations in Elmhurst, Illinois 





Family Wellness https://www.fwwi.org Alaska Native and American 
Warriors Initiative Indian populations of Alaska 
The Alliance for http://faithbased.familyvio.csw. Faith-based communities, project 


Faith-Based Efforts to 
End Domestic 
Violence 


fsu.edu/ 


by Florida State University 





Restored 





http://www.restoredrelationships. 
org/ 





International, national, regional, 
and local churches and men 
against IPV in England and Wales 
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the dialogue nor relationship with the faith community. Our actions and responses 
typically reflect models of disability, whether we consciously espouse them or not. 
Those without disabilities have to consciously be reflective of a tendency to be ablest 
and listen to the unique narrative of a WWD without an ablest lens. Teaching about 
disability models and Biblical understandings of disability as well as the tendency to 
have negative implicit biases against WWDs will help survivors perceive that faith 
leaders will provide supportive responses. 

Faith leaders may also inadvertently focus on the disability without focusing first 
on the lethality of IPV. Attitudes toward PWD and understanding the lethality of 
IPV both need to be addressed at the same time and best practices for responding 
fleshed out. Additionally, education about gender roles and Biblical equality can 
help prevent minimizing and misogynistic responses by faith leaders. Although 
minimization was rare in this small study, it should be kept in mind that pastors 
actively involved with survivors with disability were intentionally sampled in this 
study. As one example from our sample in which the family was torn apart (e.g., 
children had run away and one had tried to commit suicide) from the consequences 
of continued severe abuse, the church presented a rigid view of gender roles and 
literal interpretation of a Bible verse. 

The majority of the sample of pastors knew their professional boundaries and 
strongly advocated referral to professionals in the field, especially well-trained 
domestic violence advocates and counselors as McAllister and Roberts-Lewis 
(2010) and Cooper-White (2012) recommend. However, again, this sample was 
intentionally sampled for providing leadership to disability ministries and/or had 
collaborations with domestic violence shelters and had quite a bit of experience and 
half had sought out additional training. 


Best Practices for Faith Leaders to Respond Well to Survivors 
with Disabilities 


Safety and Empowerment First 


Above all, provide safety for the survivor. Ascertain safety concerns by asking if she 
feels safe returning home due to physical, sexual, or emotional abuse, including 
safety through caretaking activities if she is physically dependent on the perpetrator. 
Listen for disability-specific abuse including if medications are withheld, devices 
are disabled, or experiences isolation at home for long periods of time if unable to 
drive or refusal of treatment for her disability needs. The type of unsafe treatment 
can look differently for WWDs. The key to more effective resolution of IPV is to 
empower the survivor as opposed to directing the survivor, especially being wary of 
ableism, pity, protectionism, and inaccurate stereotypes of WWDs. Allow the WWD 
to self-determine what she wants to do next. 
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Connections and Referrals to Others 


Weave survivors with disabilities into the social fabric of the church and local com- 
munity as WWDs tend to be marginalized in social friendships (Gray, 2012; Rokach 
et al., 2006). Connect rather than isolate WWDs experiencing IPV: first at the dyadic 
level (listen, be nonjudgmental and nondirective), the social level (support groups, 
fellowship, or small groups within the church), and through therapeutic/social ser- 
vice levels (e.g., domestic violence advocate, groups through domestic violence 
shelters, career and financial support, counseling). Anderson, Renner, and Danis 
(2012) found that social and spiritual support especially in the first 2 years after 
leaving an abusive partner was instrumental to IPV survivors’ recovery, growth, and 
resilience. 


Disability Culturally Sensitive Actions and Attitudes 


Faith leaders can be most supportive by realizing every disability is unique to the 
individual and how it impacts her, and if she discloses she has a disability, one can 
ask how the faith community can best accommodate her disability needs through 
the IPV support. This is person-centered care — not based on assumptions or stereo- 
types. A general question would be, “What types of coping strategies or accommo- 
dations have worked well in the past?” This question can serve as a good starting 
point for faith leaders when intervening with a WWD experiencing IV. 

Faith leaders can be instrumental in providing full access through universal 
design of their church buildings, programs, and an authentic inclusive attitude dem- 
onstrated and taught through sermons and volunteer trainings and naturally inte- 
grated in through Sunday school material and Bible study material. Faith leaders 
can also realize the strengths of PWDs, especially WWDs, and wrap them into 
sharing those strengths in service to others in the church. 

With low-incidence disabilities such as deafness or blindness, it may mean 
e-mailing a digital copy of the sermon notes, handout, or any print materials ahead 
of time and providing an interpreter or close-captioning and/or audio description 
(movies) during the service or activity. It may mean thinking about transportation 
for those with disabilities whom this is a significant barrier (e.g., not able to drive 
due to medications, sensory impairments, intellectual disability). It may mean pro- 
viding orientation training for a blind or low-vision individual (e.g., orientation to 
the physical space of the church if they are a cane user or use a service dog). 

Even with the passage of ADA, many buildings may be pre-ADA or not built 
with universal design in mind. Churches can form ADA task forces to assess all 
types of accessibility needs from physical, structural needs to programmatic access 
(e.g., church bulletins, accessibility of church websites, accessibility of Sunday 
school classes for those with intellectual disabilities) and educational access (e.g., 
universal design strategies in classes, prayer groups and small group gatherings). 
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In group Bible study or classes or programs, a faith leader can be sensitive to the 
needs and accommodations of WWDs within those activities. It may mean having 
members not speak too quickly so that someone with a TBI that affects auditory 
processing can process the information and stay with the group. It may mean writ- 
ing concepts down on a board so that main ideas are emphasized for those who may 
have an attention disorder. It may mean low light for those with light sensitivity and 
reduced volumes by group members. It may mean encouraging the survivor to con- 
nect with a domestic violence shelter advocate who can help her put together a 
concrete plan in place in response to IV — what to do when, words to say to de- 
escalate a situation, and how to protect herself and her children. If a church offers a 
support group for WWDs and women experiencing IPV, it would be best to visit 
with each WWD to ask what types of accommodations would be needed if they 
have already disclosed that they have a disability. These actions speak volumes to a 
WWD and will invite her authentically into the community. 


Use of Positive Psychological Coping Responses 


Positive psychological coping strategies in response to IPV are beginning to be 
studied. Researchers have theorized that gratitude and forgiveness are additional 
positive psychological active coping strategies that could bring about positive emo- 
tional states and the building of resilience. 


Gratitude One faith leader suggested using gratitude activities with survivors. 
Although gratitude brings about positive emotional well-being benefits and has 
some established empirical research about positive affectivity (e.g., Tugade, 
Fredrickson, & Feldman Barrett, 2004), it hasn’t been studied with survivors or 
survivors with disabilities of IPV. Reframing one’s perspectives from focusing on 
the losses to the positive things in one’s life would likely be very helpful but needs 
empirical study for survivors with disabilities. 


Forgiveness Forgiveness can be a positive coping strategy. However, forgiveness 
can be used as a psychological weapon by a perpetrator as illustrated in Chap. 12 
with WWDs (Nelson, this volume). The perpetrator may ask for forgiveness or force 
the victim to forgive but continue to abuse her since he knows that this is one of the 
tenets of her faith or shared faith background. This is a form of emotional and spiri- 
tual abuse in addition to other types of abuse. 

Premature forgiveness may be counterproductive to safety and long-term recov- 
ery and healing. Forgiveness (in its own timing, led by the survivor, and after they 
have left an abusive relationship) has shown to be a positive coping strategy that can 
lead to less distress for women who have experienced IPV (Ysseldyk, Matheson, & 
Anisman, 2009). Another collegiate study of over 500 women found that the experi- 
ence of IPV is associated with higher levels of avoidance, revenge, and lower levels 
of benevolence, forgiveness of self, forgiveness of others, and forgiveness of uncon- 
trollable situations (Davidson, Lozano, Cole & Gervais, 2015). Neither of these cor- 
relational studies looked at a faith or disability variable, but Davidson et al. (2015) 
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offer that possibly religiosity or a sense of control over the situation mediates for- 
giveness in situations of IPV. Tsang and Stanford (2007) found that the women IPV 
survivors’ religiosity was significantly associated with forgiveness of their partner. 
However, caution should be taken by faith leaders in quickly moving to forgiveness 
and should follow the survivor’s lead. Especially in light of McNulty’s (2011) longi- 
tudinal study of couples, partners who were forgiving of both psychological and 
physical IPV were more likely to continue experiencing that aggression from their 
partner despite their forgiveness. Survivors need to be able to come to a point to state 
that what this person did was wrong, to feel outraged at the injustice suffered, to hate 
what the perpetrator has done, to leave the situation so she is not experiencing abuse, 
and then, in their own timing and self-determination and in accordance with their 
personal faith beliefs, choose to labor through spiritual forgiveness. 


Movement from Low to High Readiness 


Finally, faith leaders can move from a low readiness to help survivors to a high 
readiness with necessary components of competence, confidence coupled with 
understanding of one’s limits of competence, and motivation. Having motivation to 
identify and call out the behavior as abusive also takes courage. 

Competence includes having some knowledge of disability, disability models, 
biases and abuse, an appreciation of one’s limitations, and a knowledge of referral 
sources. It also seems to include the matching of referral and strategy with survivor 
needs, consistency of intervention across time, and an understanding that being with 
and supporting them for an extended period of time will be most helpful, while 
quick fixes, like in the second vignette, can be harmful. 

Confidence seems to involve not being over confident and speaking more out of 
stereotype or abstractions than actual characteristics of the case. This can occur 
through failures of listening and empathy. On the other hand, avoiding contact with 
survivors, putting out signals that it is not appropriate to discuss IPV issues, mini- 
mizing or denying abuse, and condoning the behavior of the perpetrator can also 
arise if the pastor lacks confidence and the courage to face the survivor, the survi- 
vor’s pain, or the uncomfortable recognition of the pervasive presence of IPV. 

Motivation can be dysfunctional if it results from being highly motivated to engage 
in damaging activities in these cases (e.g., emphasis on submission of the survivor as a 
means of stopping the violence rather than an emphasis on having the perpetrator stop 
using violent behavior) or in being motivated to avoid (e.g., “I don’t want to take sides”). 


Limitations 


While the above suggestions are helpful actions and many are evidence-based for 
women experiencing IPV, it is important to qualify that these came from an inten- 
tionally sampled group of nondiverse exemplary pastors who had disability 
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ministries or provided services to those with disabilities within their programming 
and/or had collaboration with a community domestic violence shelter. Another limi- 
tation is that these faith leaders had interacted with a small number of WWDs, so 
this limits generalizability. Since this was a small and restricted sample (n = 19), 
these strategies would need to be further studied quantitatively and qualitatively 
with a larger representative group of faith leaders as well as survivors with disabili- 
ties to confirm if and how often they are being implemented and if WWDs find these 
responses supportive. Many responses have not been empirically examined for 
WWDs who have a faith background. To move the field forward, next steps of 
research would be to conduct qualitative and quantitative research (e.g., focus 
group, interviews, and survey) by listening to WWDs’ narratives to see if these faith 
leader responses and actions are culturally supportive as suggested by faith leaders 
of this study and what additional needs they may have, especially unique needs due 
to having a disability. It would also be helpful to nationally examine what needs 
WwWDs have when experiencing IPV and what responses they would like from faith 
leaders. 


Conclusion 


Faith leaders are in a unique position to respond sensitively and safely and collabo- 
rate with professionals in their community. Beginning with rethinking the inclusiv- 
ity of church programs and spaces and attitudes of themselves and members and 
through IPV prevention activities, faith leaders will encourage WWD survivors to 
come forward. If faith leaders can provide a person-focused response that prioritizes 
safety and, at the same time, addresses issues of access, accommodation, and spiri- 
tual needs through IPV services, WWDs will be empowered to remove themselves 
from situations of abuse. Addressing education and awareness of dynamics of abuse 
and how to respond to WWDs in IPV is a needed addition to current secular and 
faith-based models. Faith communities have the potential advantage of being a con- 
sistent, spiritual support to victims if they are willing to engage their thinking and 
practices to become a more fully inclusive community, work collaboratively with 
local domestic violence advocates, and listen openly to the multiple narratives of 
survivors with disabilities. 
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Chapter 12 

From the Narratives of Survivors 

with Disabilities: Strengths and Gaps Between 
Faith-Based Communities and Domestic 
Violence Shelters 


J. Ruth Nelson 


It was me and God - even when I didn't feel comfortable talking to church friends. Even 
though he didn't say anything, God spoke the loudest through his Holy Spirit. I remember 
crying myself to sleep at night - I can’t describe it. I felt like I was being rocked to sleep by 
God. Put my kids to bed and then cried on the couch. Lonely and afraid of everyone. I don't 
really know what it feels like to be loved outside of my kids. He [God] would say, ‘I love 
you’ and put people in my life that demonstrated real loving relationships. [Survivor of 
severe IPV] 


Women with disabilities (WWD) are more likely to experience intimate partner 
violence (IPV), including severe violence, at the hands of trusted, romantic partners 
(Brownridge, 2009; Hughes et al., 2012; Olofsson, Lindqvist, & Danielsson, 2015; 
Rees et al., 2011). Women of faith, including those with disabilities, tend not to 
disclose when they experience IPV and may stay in unsafe relationships longer than 
women without disabilities due to inappropriate biblical interpretations and unsafe 
advice from pastoral staff (Copel, 2008; Levitt & Ware, 2006; McAllister & Roberts- 
Lewis, 2010; Nason-Clark, 2000, 2009). They may also be concerned about acces- 
sibility needs — attitudinal, programmatic, physical — being met by faith leaders and 
community agencies. She may realize that IPV services are not fully accessible for 
her or fear loss of independence or removal of children if she requests IPV services 
through a local domestic violence shelter (DVS) (Oschwald et al., 2009). Women of 
faith with disabilities are caught in a crossroads of support needs and want empow- 
ering interventions that reflect their faith background and disability needs. 

Recent research has shown that survivors of IPV want compassionate, empa- 
thetic care evidenced by active listening, individualized care for small and large 
needs (e.g., toiletries, able to be with their children), and empowering, nonjudgmen- 
tal support with clear boundaries observed by responders (Kulkarni, Bell, & Rhode, 
2012). These may seem basic, but one survivor shared “I would just tell them 
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[service providers] don’t be judgmental, be understanding, and just listen” (Kulkarni 
et al., p. 91). Survivors of IPV in general want to be treated respectfully and with 
individualized, affirming care. 

This chapter is written from a survivor-centered perspective where the roles that 
professionals play are secondary to the themes of how survivors perceive the help or 
support they receive regardless of who that person is, where they work, or what their 
education or title might be. In the first section, empirical evidence of survivors’ 
perspectives on the accessibility of DVS and suggested standards for responding to 
survivors with disabilities will be reviewed. The importance of faith-integrated 
interventions will be examined empirically. Finally, strengths and gaps of a small, 
qualitative study of faith leaders’ and DVAs’ responses in providing person- 
centered, culturally competent services to Christian survivors with disabilities will 
be highlighted. 


Salience of Accessible, Knowledgeable, and Empathetic IPV 
Advocates and Services 


Few studies have addressed domestic violence advocates’ and agency’s responses to 
WWD and especially for WWD with faith backgrounds. Australian researchers 
have put forth standards for intervention support for WWD experiencing IPV 
(Healey, Humphreys, & Howe, 2013), and some empirical data is available to sup- 
port strategies for WWDs. Healey et al. suggest that WWDs should be supported in 
providing their voices in constructing intervention responses which has been at the 
forefront of the disability movement. They also suggest that data be collected on 
WWDs seeking IPV services and data that identifies the type of accommodations 
needed in order to make this group of women “visible” and for policymakers to bet- 
ter provide planning and budgeting for flexible, responsive, and universally designed 
accessible services. 

Survivors with disabilities themselves have shared in focus groups that DVAs 
would be more welcoming if victims do not feel stigmatized or judged either for their 
disability or for being victimized by an abuser (McClain, 2011). They would prefer 
to work with service providers who recognize abuse in WWDs and understand their 
needs or willingly admit their inexperience with disability (McClain). Many women 
suggested that the reception area be more “normalized” by looking attractive and 
homey and not with desks suggestive of a doctor’s office (McClain, p. 24). WWDs 
who were experiencing IPV were not intimidated by staff members who were dressed 
in more casual clothing like they may be wearing and were “real” with them 
(McClain, p. 25). WWDs also expressed a need to build trust with the provider before 
being questioned about abuse or sex and felt safest with providers who displayed 
“compassion, sensitivity, and nonjudgmental attitudes” (McClain, p. 25). 

Chang et al.’s (2003) research team is one of the few to survey domestic violence 
shelters (n = 72) about IPV services for WWDs and found that 94-99% of respon- 
dents reported that they were somewhat to very able to provide services and care to 
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women with disabilities. However, respondents also shared that they needed training 
on how to provide emergency shelter services to WWDs, education on physical and 
mental disabilities, lessons on sign language, ways to improve shelter accessibility, 
and how to better cross-collaborate with disability agencies to best serve WWDs — 
serving on each other’s boards and providing education to each organization — espe- 
cially those with sensory and developmental disabilities (2003). After interviewing 
141 WWDs and 681 women without disabilities, Slayter (2009) recommended to IPV 
case managers to provide more inclusive physically and attitudinally accessible pro- 
gramming to WWDs and to build on involvement with other social service systems. 
Survivors themselves tend to see DVS as less accessible than providers perceive. 

In a study of domestic violence shelters and disability agencies in the UK, only 
12 disability agencies (10%) provided domestic violence specialist support and 
lacked resources/funding to provide more education and services to WWDs experi- 
encing IPV (Thiara, Hague, & Mullender, 2011). Thirty-eight percent (n = 51) of 
domestic violence services were able to offer some form of specific services to 
disabled women, although these were primarily physical or “structural” accommo- 
dations such as transportation and ramps. Interestingly, the language in the surveys 
displayed a lack of awareness of disability issues and of the implications of the 
social model of disability. However, a majority of these UK domestic violence shel- 
ters had received some disability training (59%; n = 78), and this resulted in 
improved attitudes and knowledge about disability. 

Nannini (2006), in a statewide survey of 16,000 sexual assault survivors, found 
that despite a greater proportion of WWDs having a history of sexual assault and 
regular use of social and medical services, women with mental health disabilities in 
particular were least likely to seek rape survivor services. WWDs, in general, were 
also disproportionately seen by rape service providers (10.3% as compared to 20% 
of WWDs in that state). The authors wondered about the willingness of WWD to 
disclose their disability or if more outreach is needed to WWD. For those women 
with mental health disabilities, they may also worry about responders engaging in 
victim-blaming and blaming it on the individual’s mental health. Yet, WWDs tended 
to report their assaults to police and rape crisis centers more often than women with- 
out disabilities, while women without disabilities tended to confide more in friends 
and family (Nannini). Faith background and the role it may have contributed, how- 
ever, was not investigated demographically in this study. There may also be barriers 
due to program accessibility, community accessibility, and/or differences in social- 
ization for WWDs such as being seen as asexual or treated with lower expectations 
(Nannini). 


Importance of Faith-Integrated Interventions 


A portion of WWDs of faith backgrounds disclose to faith leaders in situations of 
abuse. However, many others do not disclose because they are afraid of being 
blamed and have seen pastors fail to be helpful (Potter, 2007). Eight of 40 
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interviewed women from Potter’s study sought out clergy, and those who did not 
seek religious leader support shared that they had seen their faith leader respond 
inappropriately by not believing reports of abuse, failing to help abused women, and 
witnessing how leaders and other church members were hypocritical and not fol- 
lowing some tenets of their faith practices. Yet, faith is an important form of coping 
for survivors with religious backgrounds. Many abused women of faith have shared 
that their spirituality is an important agentic component which brings them comfort 
and can provide a “meaning-maker framework” to inspire hope and the power to 
leave their abuser (Drumm et al., 2013; Giesbrecht & Sevcik, 2000; Potter, 2007; 
Stennis, Fischle, Bent-Goodley, Purnell & Williams, 2015; Wang, Home, Levitt, & 
Klesges, 2009). Those who integrate the spirituality or religion of a religious survi- 
vor might enhance their effectiveness. 

Arnette, Mascaro, Santana, Davis, and Kaslow (2007) and Potter (2007) studied 
African-American women who have typically disproportionately experienced IPV 
and significantly relied on their spirituality and religious faith in these situations. 
Arnette et al. longitudinally followed 74 women experiencing IPV and found that 
high levels of positive religious coping (such as prayer, seeking support from clergy/ 
leaders, belief in a benevolent higher power) predicted increases in religious well- 
being over time. These authors suggested that therapeutic strategies that aim at the 
cognitive processes of reducing hopelessness and enhancing positive religious cop- 
ing can improve spiritual and existential well-being and advocated that therapists 
ask about both positive and negative religious coping strategies (expectations of 
punishment, passive deferral to a higher power, interpersonal discontent) at intake. 
IPV survivors, even those who had grown up in church situations and had since left 
Christian churches, told researchers they were more likely to rely on their spiritual- 
ity and faith to get through and out of their situations (Potter, 2007). Wilson, Lamis, 
Winn, and Kaslow (2014) also have some initial research that supports that spiritual 
well-being may serve as a protective factor against parenting stress for African- 
American women survivors who experience nonphysical IPV. 

Spirituality and religious beliefs are generally not incorporated into domestic 
violence services (Jacinto, Turnage, & Cook, 2010), despite some survivors who 
would like it integrated. One unique program implemented in the past 10 years to 
fill that gap is the $.T.A.R.T. Education and Intervention Model which has been 
used with African-American clergy, Hispanic community leaders, and Christian and 
Muslim Ethiopian women’s advocates (Stennis et al., 2015), but that conceptual 
model doesn’t include disability awareness and competence training. Survivors 
with disabilities of faith backgrounds may want their religious beliefs and disability 
needs carefully included in their care which would likely lead to more effective 
outcomes. If survivors with disabilities and/or a faith background disclosed these 
important characteristics, a responder with a person-centered perspective would 
inquire and ask the survivor if and how the individual would like these aspects sup- 
ported and integrated into IPV care and intervention efforts. 
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Rationale for Current Study 


As seen in the above literature review, few studies exist that examine the accessibil- 
ity of domestic violence shelters from the perspective of the WWD (e.g., McClain, 
2011; Slayter, 2009), and no studies exist on how faith communities provide support 
to survivors with disabilities. Thus, the following study was an exploratory, qualita- 
tive study to examine the perceptions of WWD with faith backgrounds of physical, 
programmatic, attitudinal, and communicative accessibility and safety of commu- 
nity resources (faith-based organizations/domestic violence shelters). Beyond phys- 
ical architecture, accessibility may entail programs universally designed to be 
accessible to all in terms of features that allow the survivor to participate wholly. It 
may refer to authentically inclusive attitudes in a church group setting. This was an 
initial look at the salient accessibility issues of WWDs. 


Purpose of Study 


The purpose of this research was to ascertain what WWDs see as strengths and gaps 
that exist in services/responses to WWDs experiencing IPV from Christian faith 
leaders and domestic violence shelter advocates in terms of accessibility (physical, 
programmatic, attitudinal, and communication) and safety. 


Research Methods 


Procedures 


The researcher received approval from the university institutional review board to 
conduct WWD interviews who had received support from a Midwestern suburban 
domestic violence shelter (DVS). Nelson was connected with a domestic violence 
advocate (DVA) via a church who had collaborated with their local DVS by giving 
funding through a church-created nonprofit organization that provides for needs in 
the community. Nelson met with the DVA to share about the purpose of the study to 
listen to WWDs’ narratives on the strengths and gaps of responses and services by 
faith communities and DVAs, especially any disability-related needs. The DVA and 
leadership graciously agreed and the principal investigator drew up a memorandum 
of understanding of expectations by both parties as requested by the DVS leadership 
team. These were approved by the DVS team. 

The DVA and researcher discussed how to select the participants to invite. The 
interviewees were women who had left partners and/or were stabilized in their cur- 
rent situations (beyond crisis point) and have emphasized that faith is important to 
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them and should be incorporated into the healing process. The key criterion was an 
IPV survivor with disabilities who had expressed a desire to seek out or did seek out 
spiritual support from a faith leader, pastor, or rabbi of their faith tradition in work- 
ing through the IPV and healing process. These would include women who had a 
disability prior to the domestic violence but may have incurred additional disabili- 
ties as a result of the violence. A disability in this study was defined along the lines 
of the Americans with Disabilities Act (1990) and taken from the Healthy People 
2010 Objectives: (1) Are you limited in any way in any activities because of physi- 
cal, mental, or emotional problems? (2) Do you now have any health problems that 
require you to use special equipment, such as a cane, wheelchair, an adapted bed, or 
telephone? The DVA selected clients that fit these parameters and contacted them 
with an invitation e-mail message or phone call, a consent form, and a summary for 
the clients, detailing the purpose of the research/book and interview questions and 
how the researcher intended to listen to them and learn from their experiences. 

Between February and April 2016, Nelson interviewed and audio recorded via 
Audacity software seven women with disabilities who had experienced violence 
from a partner and had a faith background and had received domestic violence ser- 
vices from this DVS and one other shelter. Clients were given a $30 Target gift card 
and thank you at the conclusion of the interview as suggested by the DVA, and if the 
client needed transportation money, $10 gas cards were provided (only one requested 
a gas card). If they needed public transportation money or taxi/Uber money to get to 
the DVS, then the DVS planned to pay for those services and would be reimbursed 
from a university faculty development grant the researcher had been granted, but 
none was needed. These reimbursements were funded by a university faculty devel- 
opment grant. Trained child care was provided by the DVS, free of charge, for any 
survivors who needed child care support during the interview. 

Five of the seven survivors with disabilities were interviewed at the DVS. Only 
two asked if they could be interviewed in their homes due to medical needs of a 
family member and/or the need of specialized medical transportation. The 
researcher received approval from the DVA to interview these two women in their 
homes. The researcher asked the following questions (see Table 12.1) about 
responses from faith leaders and their experiences receiving domestic violence 
services. Nelson provided reflective listening, nonverbal attending skills, and clar- 
ifying statements “Explain what you mean or can you give an example?” if 
needed. After one interview, the audiotape file appeared corrupted, so the 
researcher sent the questions with answers given by the participant to make sure 
she had heard correctly and accurately reflected the participants’ thinking and 
responses. The participant confirmed the researchers’ documentation of responses. 
These audiotapes were placed in a user folder where access was password pro- 
tected and only available to the researchers. Names were changed to protect ano- 
nymity in excel files and writings. 
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Table 12.1 Interview questions for survivors of WWDs with faith backgrounds 





1. How did you learn about the [domestic violence shelter]? 





2. If you are a part of a faith community or have been in the past or if you have a background 
in faith, would you (or did you) approach a faith leader about your experience of intimate 
partner violence? 





3. If you did, how helpful was that? What support would you have also liked to see? 





4. Did any religious beliefs support you in your journey, or did religious beliefs/interpretations 
as shared by others not support your safety and healing process? 





5. Did your significant other have any religious beliefs or other beliefs that did not support your 
healing process? 





6. In trying to create more inclusive environments, we talk about different types of access 
needed for individuals with disabilities: programmatic, attitudinal, and physical access. 

(a) Did you experience any physical inaccessibility with a church community or with a 
violence shelter? Were you able to physically access the building and programs? Website 
accessibility? Groups? 

(b) Attitudinal inaccessibility (e.g., faith leader or professional not believing that someone with 
a disability contributes to the relationship equally, not believing someone can accomplish 
something due to their disability or excluding someone with a disability from a program)? 

(c) Programmatic inaccessibility: Activities, groups, and opportunities provided access and 
participation for those with different disabilities? 





7. What kinds of barriers stood in the way of reaching out for support? Any barriers related to 
disabilities? 

8. Within the dynamics of your relationship with a significant other, how did having a disability 
impact your relationship? 








9. In receiving gender violence support, what has been most helpful to you experiencing intimate 
partner violence as a woman with a disability? What do you wish professionals knew about the 
dynamics of having a disability that would change interactions and support with you? 





10. In receiving gender violence support, were there any gaps in services and collaboration 
(either through the shelter or through a faith community or the collaboration between those 
two institutions) for a woman with a disability? 





11. Is there anything else you'd like to share that would help in improving services for women 
with disabilities experiencing intimate partner violence? 





Sample 


The seven heterosexual WWDs self-reported a variety of disabilities (mental health, 
health disabilities, physical disabilities), but most experienced mental health dis- 
abilities (PTSD, depression, anxiety, dissociative identity disorder). There were no 
low-incidence sensory disabilities represented in this sample and one physical dis- 
ability. The DAV shared that they did not typically have many women with physical 
or low-incidence disabilities access their services, including wheelchair users. The 
participants ranged from early 20s to mid-50s and were Caucasian (57%) and 
African-American (43%). All seven reported to have a faith background and/or 
were currently practicing their faith (e.g., Baptist, Catholic, Evangelical Free). 
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Data Analysis 


The lead researcher (Nelson) and one research assistant listened to audios by the 
faith leaders independently. Response data of interview questions were completed 
and coded into excel files by each researcher independently. Both reviewed the 
audio files, coded responses from WWD audio recordings and the typed response 
by one participant, reviewed those responses, and generated repetitive and signifi- 
cant themes as instructed by Miles and Huberman (1994) and Krueger and Casey 
(2000). Themes generated by Nelson were almost identical to those generated by 
the assistant researcher. Nelson extracted statements that illustrated major themes in 
response to the research questions. 


Results 


Three of the participants were referred to the DVS by a county social worker, three 
participants found the DVS through their website and hotline, and one was referred 
by a faith leader. Three of the participants preferred to ask the DVA for support, two 
preferred police due to the severity of their injuries, and two preferred the church to 
be the first responder. Of the seven women, four (57%) did not tell a faith leader 
about the IPV and three did (43%). 

Of the reasons listed for not sharing about the IPV with a faith leader, WWDs 
were fearful of them passing judgment and felt shame about their situations. One 
individual had grown up being sexually abused by her father over 10 years in child- 
hood and attended church each week. One situation was complicated as both the 
perpetrator’s family and the victim’s family attended the same church and she no 
longer felt welcome. Another participant shared that there was unethical behavior 
by the pastor who started making advances to her younger underage sister. At that 
time, this participant left that church. 


Support from Their Faith and Faith Community 


Of the seven survivors with disabilities with faith backgrounds, six were currently 
attending a “safe” faith community. An additional participant used a daily Bible app 
of her phone because she was not able to go regularly to church due to caretaking 
needs of another family member. One of the survivors mentioned that the church 
helped to provide material needs — clothing, food, housing, bus tokens, and even 
more importantly just “sat and really listened and didn’t judge me.” 

One WWD moved in with her pastor and his wife (who had experienced IPV in 
a prior relationship), while the perpetrator went to jail. The pastor’s wife became 
“like a mother figure and spiritual supporter to her.” The pastor’s wife would sit and 
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read from the Bible with her regularly as she worked through anxiety, fear, and 
cancer treatment effects. The survivor said that it had been a long journey, and she 
wouldn’t have survived without the love/care of her church community and the hope 
from her faith. This same participant said: 
The bulk of the church community supported me. Some didn’t agree, especially the older 
ones. They said to me, “You shouldn't have been with the guy and should have gotten mar- 
ried.” A lot of the people were understanding and knew what was going on and shielded me 
from it and said to leave me alone. They said to those who were negative, “You're doing the 
same thing to her he's been doing to her.” No one should be uncomfortable in church. I was 


blamed for being outside of marriage-we were engaged... The God I serve wouldn’t want 
me to go through that pain or hurt — I stuck to my guns and kept moving forward. 


This survivor clearly speaks to her unwavering belief in God’s care and love for 
her and her persistence to keep working through it despite the severe IPV and addi- 
tional victim blaming she experienced from certain church members. Despite that, 
she knew the pastor and his wife cared for her and didn’t judge her. 


Minimization, Denial, and Victim Blaming by Pastors 


Of the three participants who shared first with their faith leader about their IPV, two 
of the three received negative responses. The pastor that demonstrated empathy had 
a wife who had experienced domestic violence in a prior relationship. One woman 
was told due to her disability she was a poor wife and didn’t believe that her hus- 
band could harm her, despite evidence of physical harm. The pastor minimized and 
denied the abuse by the husband and said she was difficult to live with and had bet- 
ter improve in coping with her disability. He encouraged that the three of them meet 
and the same shaming and victim blaming messages were sent to the survivor. The 
pastor actually asked, “Why are you so afraid?” She felt “ganged up on and bullied” 
by the pastor and her husband, and it actually increased her husband’s abuse against 
her, rather a common dynamic when responders minimize and engage in victim 
blaming (Kogut, 2011; Meyer, 2016). 

She attempted a third time to meet with an associate pastor who seemed to 
believe the abuse was occurring but was a “lump” — basically doing nothing with no 
additional follow-up. He didn’t even give her (nor senior pastor) the DVS handout 
that they had in their church bathrooms even though they have a month of the year 
where they highlight IPV survivors and say that they are aware and responsive to 
domestic violence. He also gave unsafe advice to stay in the marriage and hire a 
nanny. Finally, she found supportive help with a DVA who allowed her to bring in 
faith and spirituality to her IPV support and care. 

Another participant was victimized twice by faith communities. In her first part- 
nership, she was physically abused. The pastor engaged in victim blaming when he 
“’..told us that we should have expected this since we were shacking up. He said, 
“When are you going to learn? You shouldn’t be shacking up. This is the conse- 
quences for the sin of shacking up.’” After leaving that first relationship and walking 
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through IPV support, she felt confident and moved on. She got a job, bought a 
home, and was working. She met another man through a Pentecostal church and 
was financially abused by her second husband and the pastor. 


Supportive Faith Beliefs or Practices 


Participants used various faith beliefs and coping strategies to help them through 
their abuse and to help make the courageous decision to leave their abuser. One 
survivor shared, “People have asked me, ‘How did you feel protected when God let 
you get beat up?’ He gave me many times of escape but I didn't take it. When I real- 
ized I could escape, I did.” This woman became aware of her own self-determination 
and then put together a safe plan to leave. 

Another woman shared that she read a Psalm every day. She shared that she read 
it to comfort her and it was her “mainline to talk to God.” She mentioned that “He 
[God] does understand. I wasn’t alone, even though He [God] wasn’t physically 
right with me. I still do it - sometime I have my bookmark there and wherever it 
falls, I go with it and am reassured.” 

Six of the women mentioned a “hope in our Lord Jesus Christ and Scripture” and 
a common theme that they wouldn’t have made it thus far and going forward with- 
out that hope. One survivor shared, “This [God] is the only true hope that makes it 
survivable.” She was thankful for an advocate who shared a Christian faith and sup- 
ported that aspect of her healing. Jesus was most helpful by way of church friends 
and family. Another WWD eloquently shared that the DVA was helpful in support- 
ing her counseling and education, and her pastor and his wife were extremely sup- 
portive, but her belief in God was the key to getting through her horrific experience 
and recovery: 


It was me and God — even when I didn’t feel comfortable talking to church friends. Even 
though he didn’t say anything, God spoke the loudest through his Holy Spirit. I remember 
crying myself to sleep at night — I can’t describe it. I felt like I was being rocked to sleep by 
God. Put my kids to bed and then cried on the couch. Lonely and afraid of everyone. I don’t 
really know what it feels like to be loved outside of my kids. He [God] would say, “I love 
you” and put people in my life that demonstrated real loving relationships. [IPV survivor] 


Misuse of Spiritual Beliefs by Perpetrators 


Despite spiritual support that some were able to obtain even in the midst of abuse, 
sometimes the perpetrators misconstrued and used religious beliefs as a cover for 
their abusive practices. One survivor was in a relationship with a man who claimed 
to be a Muslim and was told that women need to “stay in their place,” and she wasn’t 
allowed to speak to the opposite sex, couldn’t wear certain colors or revealing cloth- 
ing, and had to be covered up in summer. She mentioned that he had scripts to back 
him that he took from the Qur’an: 
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He tried with the Qur’an but I knew it didn’t sound right. He used his beliefs to keep me 
from reaching out [to others, including her mom]. He would always belittle me and I had to 
bow down to him based on Qur’an beliefs. [IPV survivor] 


Other survivors experienced Christian beliefs that were twisted and used to dom- 
inate and justify the perpetrators’ violent behavior or other types of abuse. For 
example, one survivor of intense physical and psychological abuse shared that: 


He used the Bible and the church to dominate me because he knew I was raised in church 
and my family is pastors. My whole family is church geared. He knew I had certain beliefs 
and would use those as a way to keep me in a situation. I was very confused — I never associ- 
ated God with hurt, but now I did. I wondered if I should stay or go? It was brainwashing... 
He told me that women should be seen, but not heard because the apostle Paul told women 
to stop chattering in church. Many other Scriptures were taken out of context and used as a 
weapon. [IPV survivor] 


Another survivor mentioned her husband would use the verse, “Do not provoke 
someone to anger” and even more so after meeting with the pastor who denied her 
abuse. He would say it was her fault that he was angry and that he was never angry 
until he met her. As she described, “He had a righteous anger that shifted all respon- 
sibility for his actions to me as the scapegoat.” 

Pentecostal beliefs were misused to financially abuse and psychologically con- 
trol a survivor. The perpetrator believed the Pentecostal belief that emphasized that 
the man was “the priest, protector, and provider.” He wasn’t physically abusive but 
had abusive patterns of control and financial abuse. He told the survivor that he had 
received a prophetic word from God to give $10,000 to provide for their pastor’s car 
(a BMW) while going homeless. He tried to control her finances because she owned 
the house and had a job. He would tell her, “If you love me, you will do this.” He 
misused religious beliefs to abuse his partner. 

One of the survivors asked, “What are we doing in reaching men? Focusing on 
men’s beliefs? What are messages we have to deconstruct (e.g., priest, provider)? 
What is masculinity? Churches can inadvertently teach messages about masculinity 
that subjugate women and contribute to violence against women. 


Barriers 


Multiple barriers stand in the way of WWDs being treated respectfully and feeling 
like they could reach out for support. Isolation was very common among the WWDs. 


Shame and Not Willing to Tell One woman was left in bare socks and walked to 
the police station. She got an ambulance ride to the hospital. She felt like she 
couldn’t contact her mom because her mom didn’t like him, and she thought her 
mom was being super critical and didn’t want her to be happy. Another survivor 
didn’t feel like she could tell the DAV who wrote up the order for protection that it 
was her current partner that had abused her but let the DAV believe that it was her 
son’s father who abused her. She told people at work that her son accidentally hit her 
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playing baseball. A different survivor was also reticent to tell her parent(s) anything 
about the physical and emotional abuse she was experiencing. She explained that 
“Mom didn’t know the full extent and father would have killed him had he known 
anything.” Another survivor didn’t tell anyone about her father’s abuse growing up 
because she didn’t feel like there was anyone in high school that was safe to go to, 
and her mother kept minimizing the abuse and engaging in denial. 


“Inequitable Law”? One WWD survivor had been dealing with the judicial system 
for a number of years. She commented that “It’s discouraging to see the law and 
how inequitable it is.” She’s had to make six moves in 1.5 years since her perpetrator 
has been released from prison. She wants to keep her son in the same district with 
friends, but it reduces her own safety. The former spouse keeps finding her even 
though she’s in a safety protection program. Policemen who have stopped her ques- 
tioned her as to her address, and she has had to explain to them that she doesn’t have 
to give that out as part of this program and shares her identification card. It’s very 
expensive to continue to go to court, and since she has severe anxiety and PTSD, she 
is permanently disabled and not able to work. This survivor felt like the law was 
positioned in favor of the male perpetrator as far as financial repercussions in caring 
for their children and herself. 


Lack of Awareness Many of the survivors talked about becoming aware that the 
behavior was abusive, but it was a process and usually facilitated by the DVA and 
years of therapeutic counseling. 


Not Able to Bring a Faith Perspective into DVS Services Three survivors felt 
strongly that not being able to bring a faith perspective into group experiences or 
other DVS services was not helpful and a barrier for their healing journey. One 
survivor said that they had to refer to a “higher power” and could not use the term 
“God.” This alienated them from sharing about key parts of the process of working 
through their experiences — both mistreatment by faith leaders/communities and 
supportive responses by leaders as well as faith beliefs that supported their healing 
journey. One of the women quit coming to the group experience and chose to find a 
support group at her church. These women felt like they had to deny a large perspec- 
tive and component of their recovery work in the group settings as one survivor 
shared, “Groups were hard because the faith piece couldn’t be brought in.” There 
were a couple DVAs that allowed survivors to talk about their faith beliefs in a one- 
on-one setting and helped them find safer churches if that was the survivor’s desire. 


Additional Barriers and Outcomes Related to Their Disabilities 


Accessibility of Transportation and Jobs When providing person-centered care, 
the WWDs shared about barriers that were related to their disability(ies). Three 
WWDs needed transportation provided for them which raises accessibility issues — 
one from medication usage, one who was not able to physically drive anymore, and 
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one who couldn’t afford her own transportation due to not being able to work due to 
the severe anxiety and PTSD. Riding in public transportation was intensely anxiety 
provoking, and two were not able to use public transportation due to anxiety and 
panic attacks. Transportation to work is also necessary to maintain a job. The DVS 
was sensitive to these needs, and medical transportation (not physically able to 
drive) or cabs were provided for those who needed it to get to DVS services. Another 
survivor shared that she couldn’t maintain a typical work week because she spent so 
much time at court dates and medical and mental health appointments each week. 
This survivor had a director level position that was well-paying prior to this IPV. She 
desperately needed income and, at the back of her mind, contemplated returning to 
her severely abusive partner (e.g., set on fire, broken limbs) due to being in poverty 
and not able to provide stable housing for her and her son. 

Almost all of the WWDs shared about the intense anxiety and PTSD they endure 
on a daily basis, even years into the recovery process. One stated, “It’s terrifying to 
be suffering from severe anxiety and PTSD.” She meets with a therapist at the DVS 
once a week and has found her to be wonderful and understanding of her needs. 


Learning Coping Strategies with Acquired Disabilities One of the women had 
acquired a TBI, and asked herself, “How much of this is needing to learn how to 
cope better with the TBI and small children close in age and how much is his issue?” 
Abuse is never justified. However, this survivor was trying to sort out what coping 
strategies she needed to learn in adjusting to her disability. She perceived she needed 
to think quickly, to know what to do to escape the situation, to better protect her 
children, and how to respond safely. She had separated from her spouse for a period 
of time and was reunited. Her DVA was supportive and person-centered as she 
helped her create a concrete plan (beyond the typical crisis plan) and color-coded it 
since she does much better with visual information to help her to respond more 
quickly. This list had concrete situations with a color and what to do at that moment. 
It said, “If this happens, then do this...’ Writing steps down for the WWD was very 
helpful, she reported. This was also accessible to her on her phone and could get to 
it immediately. The DVA simplified the language and used code words that helped 
the survivor process the situation more quickly. 


Attachment Issues Due to a childhood of sexual abuse and IPV from a partner, 
one WWD shared how severely anxious, depressed, and suicidal she becomes at 
times, and usually these thoughts were connected to attachment issues. She had to 
battle negative thoughts that friends would not come back and had to say to herself 
that “friends can’t be with me all the time.” She relayed that she experiences “a 
flooding of emotion and a terrible alone feeling” when dealing with relationships. 
Having lost trust in those closest to her, having been abandoned by her mother, 
through denying and affirming the abuse of her father against her and the IPV by 
another male, she struggles with feelings of abandonment and unworthiness. To 
combat these feelings, she walks avidly and challenges herself on how to respond to 
the thoughts that pop in her head. She shared that “I can choose my response.” 
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Disability Impact on the Dynamics of Abusive Relationship 


Scapegoating Two of the survivors with disabilities shared that their partners 
blamed them for the abuse and/or denied or minimized that they had a disability. 
One survivor relayed, “I am trapped in my fears and fear of men. He called me 
crazy, put me down or ... [would] throw it back in my face. ‘You don't have 
PTSD. It’s because of things you did.” Clearly this perpetrator engaged in victim 
blaming, minimization, and denial. The other survivor shared that her spouse said to 
her, “If you weren’t like this [referring to her disability], I wouldn’t respond this 
way,” again blaming his choice to physically abuse her and the children on her dis- 
ability. These examples are similar to Rich’s (2014) finding among survivors with 
disabilities that perpetrators and survivors blamed the abuse on the disability or 
would even abuse a WWD to “make her uglier” (p. 426). 


Helpful and Unhelpful Responses by Providers 


Powerfully, these WWDs shared responses that were helpful to their recovery. See 
Table 12.2 for an overview of helpful and unhelpful provider responses to IPV sur- 
vivors with disabilities. 


Accommodations A couple of WWDs mentioned that the DVA had expertise and 
knowledge in providing accommodations in one-on-one support and group ses- 
sions. One advocate took the time to listen wholly and empathetically and really got 
to know the survivor’s needs and desires for her situation similar to Kulkarni et al. 
(2012) study of IPV survivors who emphasized providing true empathy, supporting 
empowerment, and individualizing care. This advocate listened and understood how 
the disability was impacting her IPV situation and gave some ideas for coping strat- 
egies that worked. A couple others were not helpful in providing accommodations 
so that she could walk away learning and being supported in the group process. One 
survivor brought her need for accommodations to one leader, but the leader didn’t 
make any of the accommodations (such as requests for lighting for vision, lowering 
background music, providing a summary of points in verbal form on whiteboard 
beyond group rules). 

This WWD said group leaders who took the time to listen, slowed the pace a bit, 
and backed off in intensity of emotions were supportive, because the group 
conversation pointedly brings up traumatic memories/details, so it’s a lot of pro- 
cessing of raw emotions as it is. Providing a calm demeanor as a group leader is 
more helpful to someone who is working hard to follow along and process. With her 
TBI, she thought through things cognitively or emotionally, but not at the same 
time, so shifting between these was challenging in these group situations. 


Exclusion and Minimization of Disability Another support group outside the DVS, 
but at an outpatient hospital setting, shut down the conversation about a survivor’s 
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Table 12.2 Preparedness of providers to assist intimate partner violence survivors with disabilities 
and faith backgrounds 





Not Helpful 
Not person-centered; survivor feels abandoned 








Intimate partner violence 
Not aware of IPV dynamics 





Inappropriate behavior of pastor (e.g., hitting on survivor’s sister) 





Meet with partners together and affirm perpetrator’s anger/behaviors 





Bully, deny, and minimize that abuse has occurred 





Avoid meeting with survivor 
Faith background 
Not allow a faith/spiritual view to be brought into care services/support 











Use Biblical passages out of context and tell survivor to submit to husband or pray enough and 
the IPV will stop 


Disability-related 


Ignorant of disability and what it’s like to have one; lacking empathy, listening skills, education, 
awareness — pastor or advocate making fun of disability 











Display ableist attitude and actions: Having a disability is negative or pity survivor. Try to fix 
them as you think they are not okay. Tell them they have to overcome their disability. Unaware 
of ableist models of disability 





Address disability first instead of safety and assume disability is cause of IPV 





Pass judgment on survivor and situation, especially Biblical judgment or relate it to disability in 
a negative manner 





Minimize and scapegoat WWD, blaming IPV on her disability (e.g., “TBI or depression caused 
his anger issues”) 





Don’t provide accessibility: Crisis line responders don’t ask if you are safe or allow for adequate 
time to process questions, ignore request for accommodations in groups or in designing crisis 
response plans 

Exclude survivors with severe mental health symptoms from group or make them feel 
unwelcome; don’t allow them to share or speak about their mental health symptoms 

Speak out of abstractions and stereotypes about disability or IPV instead of attending to 
characteristics of individual situation 





Helpful 
Person-centered: How can I help you? Listen carefully and truly provide empathy 








Intimate partner violence 





Empower the survivor to make decisions. If the survivor doesn’t know what he or she wants, 
provide an array of options that others have used and let them make their own decisions 





Meet separately with survivor and perpetrator 





Provide support groups by severity of abuse 





Listen for layers and for specifics of individual situations 





Set up a care team and provide consistency across time, realizing it will take time 
Faith background 


Ask if they would like to bring in a faith perspective/support to IPV services, including in group 
work 











Allow survivor to share about faith perspectives on separation and divorce and roles of women/ 
men 





(continued) 
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Table 12.2 (continued) 





Help survivor find a safe church if survivor wants a church community and prior church was not 
safe 


Disability-related 
Ask survivor what coping strategies and accommodations work best with her/his disability(ies) 











Gain knowledge about abuse and disability, but know limitations and be prepared with referrals 





Build survivor’s confidence/self-efficacy in using disability coping strategies 





Take time to listen, slow the pace of discussions, and reduce the intensity of emotions as a group 
leader 





Provide universal design to facilities, groups, and programs — exude attitudinal and 
programmatic inclusivity (e.g., provide needed accommodations, accessible transportation, limit 
or no background music due to distractibility, sensitivity to the volume of group setting, special 
lighting for vision issues, summarize key points) 





Exhibit a calm demeanor to help someone who is working hard to process 





Allow for adequate time for shifting sets between cognitive and emotional processing 





Crisis lines: Ask if safe and allow for adequate time to process information auditorily; suicide is 
a real risk 





Accessible, safe online application and accessible website to submit name and number and 
schedule follow-up meeting; have individuals with disabilities test out the accessibility of the 
website (e.g., sensory, learning, or TBI disability) 

Include those with mental health disabilities in therapeutic support groups (e.g., couldn’t bring 
up her symptoms of her mental health disorder in the group as she was told that would be a 
trigger for others, but others could talk about cutting and other forms of self-harm) 





With processing challenges, develop concrete crisis plans with color-coding for situations and 
what to do (“If this happens, then do this...”); use code words and simplified language to help 
_with processing; transfer to phone 





In group settings with low-incidence sensory disabilities such as blindness or deafness, 
provide accommodations of lessons and handouts far in advance of the group so that they can 
access the material in Braille or via screen reader or read about material that will be spoken or 
discussed. Provide access to a RID certified interpreter for deaf survivors at all times 





Further resources: http://www.apa.org/about/division/activities/partner-abuse.pdf and http://www. 
apa.org/pi/disability/resources/assessment-disabilities.aspx 


psychotic disorder. If she mentioned any symptoms related to her mental health dis- 
ability, she was told to stop. She ended up finding a better, carefully moderated online 
support group for the mental health disability (Fort Refuge, an abuse survivors’ com- 
munity) as she felt very unwelcome in that first group setting. Others could talk about 
self-harm strategies in the group (e.g., burning oneself and talked openly about it as if 
she was proud of it), but she was not allowed to raise issues of her disability because 
she was told it was a trigger for others. This survivor felt discriminated against due to 
the psychotic nature of her mental health disability. 


Suggestions for More Person-Centered, Accessible Interventions 


Group Membership by Severity of Abuse A WWD mentioned that the groups 
had individuals with such different experiences of abuse and severity of disability, 
with some survivors experiencing more severe abuse than others. She felt it would 
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be most helpful to separate groups by severity of abuse because her own experiences 
were So severe as compared to the others (e.g., “you were hit regularly as compared 
to my experience where he beat me unconscious, left me for dead, broke my leg, 
broke my arm at another point, set me on fire...”’). 


Accessibility Needs for That First Contact In regards to auditory processing dif- 
ferences, a survivor suggested it would have been much better to have materials/ 
services described well on the website of the domestic violence shelter and espe- 
cially on church websites too. She attempted to contact a DVS, and the first two 
contacts were fails because it was hard to process information auditorily over the 
phone and she was asked the question, “What do you need?” At that time, it would 
have been better to provide an online submission and have someone call and set up 
a first meeting to talk through what services were available, what was going on in 
her situation, and her background. She described not knowing where to start and 
what support to even ask for in that initial contact. 

It’s also important that the advocate provide safety planning in the context of 
the individual’s disability — what do they concretely need to do to avoid or mini- 
mize harm and leave the situation (e.g., visual, concrete steps on her phone of 
when this happens). Providers can ask, “What accommodation strategies have 
worked in the past?” and provide accommodations specific to the client’s unique 
needs. 


Nonjudgmental Attitude Survivors mentioned that good friends to talk to who 
didn’t judge you were critical to their recovery and most helpful. At times, the sur- 
vivors felt “othered” or talked down to or condescended to by providers, faith lead- 
ers, and/or family members at times. One parent wouldn’t speak with the survivor 
for a period of time because she didn’t agree with her choices or whom she married. 
This response shut down communication between the two for an extended period of 
time, isolating the survivor. 


Advice from WWDs to Other WWDs Experiencing IPV 


The WWDs had strong messages to help support those experiencing IPV. One 
shared to believe in yourself and to realize that no one is going to help you except 
you and you have to change your situation. One survivor shared that when “he first 
tried to hurt my son, then I was done.” She called her mother who drove several 
hours and came to get them. Another shared that the counseling and public video- 
tape of her being horribly abused by him helped her realize what danger she was in, 
even though severe physical and psychological abuse didn’t prompt her to leave at 
first. Several of the survivors with disabilities talked about counseling being essen- 
tial to understanding that the treatment was abuse. As one shared: 
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Mine [abuse] started when I was young in age. I didn’t realize it can be a learned thing from 
childhood. Dads are abusive to their daughters and it keeps going. I thought...this is what 
men do to women - this is what we have to take. I watched my mom get abused as a young 
child. I remember seeing her get beat up and yelling, “Stop, stop!” We need to tell these 
girls this is not OK. Don’t settle. You’re valuable, beautiful, a diamond, and delicate. If 
someone doesn’t treat you in that way, leave. [Survivor of severe IPV] 


Limitations 


This study included seven participants and is not generalizable to the population as 
a whole. This sample didn’t include low-incidence sensory disabilities nor any sex- 
ual or gender minorities (LGBTQIAP+). The most common disabilities were men- 
tal health disabilities which are similar to Nannini’s (2006) statewide sample of over 
16,000 sexual assault survivors and Rees et al.’s (2011) Australian National Mental 
Health and Well-Being Survey sample. The DVA assured documentation of the dis- 
ability, a faith background, and previous IPV experience and referred participants to 
the researchers, so this was a selected group. This study was an initial exploration 
of looking at the dynamics of being a WWD and hearing from them what were help- 
ful, culturally sensitive responses by faith leaders/DVAs and what were not helpful 
responses by providers, so the results must be taken with caution and further studied 
with larger, representative, randomized samples of WWDs who are experiencing 
IPV and have a faith background. The participants were not religiously diverse, but 
all had Christian backgrounds and beliefs. All but one was currently attending 
church services. 


Discussion and Future Research Directions 


A couple participants experienced such severe abuse such that their perpetrators 
served years in prison. Those participants mentioned the importance of different 
DVS groups that cater to that important distinction, especially with the severity of 
PTSD and anxiety symptoms as a result of living under such terror. Researchers are 
finding that strategies for intervention may need to be more context-specific and 
person-centered. For example, Goodman, Dutton, Vankos, and Weinfurt (2005), in 
a longitudinal, ecological study of over 406 African-American IPV survivors, found 
that social support did not serve as a protective factor against the likelihood of revic- 
timization when abuse was especially severe, whereas it did matter for those expe- 
riencing less severe abuse. Severity of abuse is an important factor to consider and 
intervene differently. 

Further studies should explore more widely the domains of accessible support in 
a domestic violence shelter agency as well as faith communities — programs, physi- 
cal buildings, attitudinal barriers, communication needs — in a systematic, standard- 
ized manner of a large, representative group of DVS or faith communities. These 
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studies would help advance inclusive practices in both settings. As Martin et al. 
(2006) and Slayter (2009) recommend, shelters should regularly provide aide ser- 
vices, grab bars, and alternate formats for information such as RID certified sign 
interpreters, Braille, audio, plain English, communication assistant, the use of 
e-mail, and telephone access relay services. 


Isolation as a Contributing Factor 


Isolation was common among all seven WWDs in this study and has been seen as a 
contributing factor for WWDs experiencing IPV (Powers, Curry, Oschwald, Saxton, 
& Eckels, 2002; Saxton et al., 2001). In Nannini’s (2006) study, those with disabili- 
ties were also least likely to confide in a friend before confiding in a rape service 
provider, which the authors attribute to the lack of informal social support WWDs 
may experience. WWDs tend to be marginalized in social friendships and may lack 
access to caring, authentic friends that could provide emotional and material sup- 
port through their trauma (Gray, 2012; Rokach, Lechcier-Kimel, & Safarov, 2006). 

When one is isolated, it is also affirming to be focused on and shown attention in 
a partner relationship. Unfortunately, this attention and control by a partner can be 
misperceived by women. Slayter (2009) found that nearly 50% of WWDs and 42% 
of women without disabilities who had experienced IPV reported that their perpe- 
trator controlled their every move. Recent research has begun to show that women 
romanticizing jealous behavior by their partners and perceiving those behaviors as 
positive were more likely to experience IPV (Papp, Liss, Erchull, Godfrey, & 
Waaland-Kreutzer, 2017). Some of these jealous, controlling mate retention behav- 
iors included emotional manipulation, time monopolization, and vigilance and have 
also been related to reports of IPV (Brownridge, 2009; Shackelford, Goetz, Buss, 
Euler, & Hoier, 2005). In this current study, perpetrators also inappropriately used 
Biblical emotional manipulation and control of the survivors’ whereabouts. DVAs 
need to be aware of how scriptures from Christian (e.g., Clark, 2015; Murphy, 
Pommert, & Vidrine, 2015; Stephens & Walker, 2015), Muslim (Hamid, 2015), and 
other diverse religions (see Johnson, 2015) can be used appropriately in the healing 
of survivors. When WWDs are marginalized in relationships, they may initially see 
jealous behaviors positively as someone who cares enough for them to be jealous 
(Rich, 2014). This would be an important facet in prevention of abuse programming 
for women with disabilities for future relationships. 


Reconnecting Survivors with Disabilities via Networking 


To address isolation of survivors, a qualitative focus group study of domestic vio- 
lence advocates’ use and perceptions of network-orientated strategies for women 
experiencing IPV was carried out in a single state (Goodman, Banyard, Woulfe, 
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Ash, & Mattern, 2016). These participants strongly advocated for the importance of 
network building among survivors by helping survivors build the capacity for devel- 
oping healthy relationships (e.g., identify and care to their own needs), identifying 
helpful and harmful network members, reengaging with existing networks, develop- 
ing new relationships, and responding more effectively to network members. 

Providers responding to WWDs of faith backgrounds can also help connect them 
to authentically inclusive and safe faith networks to help address spiritual and fel- 
lowship needs of the survivor. 


Conclusion 


WWD experiencing IPV can be marginalized by some faith leaders in denying or 
minimizing abuse or blaming the abuse on the disability or by a DVA who doesn’t 
provide accommodations in group sessions or sensitivity to disability needs. At the 
same time, some WWDs reported that their DVA was incredibly empathetic and 
nonjudgmental and provided person-centered care with practical coping strategies, 
person-centered accommodations, and sensitivity to their faith background. These 
women found some safe faith leaders and religious practices (e.g., prayer, reading 
of the Psalms) to be instrumental to their recovery and healing process but found it 
a barrier that faith perspectives couldn’t be integrated into group DVS services. 
Partners would twist Biblical Scriptures to manipulate, isolate, and control these 
WWDs and blamed the abuse on their disability. WWDs with faith backgrounds 
suggested that to provide more person-centered, accessible services, DVAs could 
arrange group membership by severity of IPV, review the accessibility of that first 
contact, and provide nonjudgmental attitudes to survivors. These WWDs were iso- 
lated, but DVAs were helping them to rebuild their social networks and links to safe, 
inclusive faith communities. 
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Chapter 13 

Keeping an Open Door: Past Problems, Best 
Practices, and Future Directions for Working 
with Interpersonal Violence Survivors 

with Disabilities 


Emily M. Lund, J. Ruth Nelson, and Andy J. Johnson 


As the preceding chapters demonstrate, violence against people with disabilities is 
a complex issue. The presence of disability itself invites specific vulnerabilities to 
abuse, both in general and with regard to disability-related forms of abuse, as 
discussed by Lund and Thomas (Chap. 1). These vulnerabilities result in elevated 
rates of abuse in childhood (Jones et al., 2012), adulthood (Hughes et al., 2012), and 
across the lifespan in general (Hughes, Lund, Gabrielli, Powers, & Curry, 2011). 
Despite this increased risk, providers are often not able to provide accessible and 
culturally competent services to interpersonal violence survivors with disabilities. 
Furthermore, disability intersects with multiple other aspects of identity, including 
race and ethnicity, gender, sexual orientation and gender identity, geography, socio- 
economic status, and faith, in ways that make the experiences of interpersonal 
violence survivors with disabilities all the more complex (Lightfoot & Williams, 
2009). Due to these factors, as well as the potential social stigma associated both 
disability and interpersonal violence, survivors with disabilities may struggle to 
know how and where to find accessible, responsive, and culturally competent ser- 
vices and support. As the contributors to this book discuss, these are far from easy 
questions and do not have simple answers—the answers and the services will not 
arrive overnight, and yet the need is urgent and immediate among survivors and 
those that support them. 

In this conclusion, we would like to propose a “no wrong door” model and goal 
for serving interpersonal violence survivors with disabilities (see, for example, 
Minnesota Department of Health, n. d.). In other words, someone with disabilities 
who is a survivor of interpersonal violence should be able to contact their clergy, a 
domestic violence advocate, a disability specialist, a teacher, or any other professional 
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and be treated in a way that acts to ensure their safety, to accept and respect the 
person, to empower them to make choices, and to connect them with appropriate 
sources of help and support. This will have different meanings for different profes- 
sionals in different roles, but it is our shared duty as professionals to be competent, 
accessible, respectful, and connected so that we can make appropriate referrals. 

Support for individuals with disabilities who have experienced interpersonal vio- 
lence cannot and should not be siloed as a “disability issue” or a “violence issue” for 
someone else to address but should be addressed by all providers within the scope 
of their professional competence. Referrals and consultations should be made with 
care and with the full knowledge and involvement of the survivor whenever possi- 
ble. If possible and agreeable to the survivor, interdisciplinary communication and 
service provision may be helpful in providing survivors with a fully integrated and 
supportive network of assistance (Swedlund & Nosek, 2000). 

As a highly complex and intersectional issue, the support given to interpersonal 
violence survivors with disabilities must come through a lens of intersectional, 
transformative justice that honors, respects, and validates multiple aspects of an 
individual’s disability. Of course, all providers may not—and perhaps cannot— 
know about all the layers of identity and experience that influence the experiences 
of survivors with disabilities, and there is no universal experience of disability, 
interpersonal violence, or any other identity or experience. Thus, providers should 
strive to adopt an inclusive and culturally competent approach where they allow 
survivors to define and explain their own identities and beliefs and to explore how 
those aspects of their life impact their experiences with interpersonal violence and 
with life as a whole (American Psychological Association [APA], 2002). 

All human beings hold beliefs, prejudices, and stereotypes that arise from their 
own education, experiences, and cultural background (APA, 2002). Although no 
one can rid themselves of beliefs and biases, providers should seek to acknowledge 
and understand their own biases and assumptions in order to minimize their poten- 
tial for negative impact on clients (APA, 2002). With regard to the experience of 
disability specifically, providers should strive to confront inaccurate and ableist 
beliefs and attitudes that they may hold, such as the belief that disability is only a 
medical issue, that disability cannot be a valuable and important part of a person’s 
identity, or that the presence of a disability makes a person inherently less compe- 
tent, useful, or valuable to the community (Andrews et al., 2013). On the other 
hand, providers should also be aware of positive but still potentially damaging 
stereotypes that they may hold about disability, such as viewing all individuals 
with disabilities as “inspirational” merely for existing, rather than seeing them as 
full, complex, and equal human beings (Andrews et al., 2013). Because ableism 
and disability identity issues are rarely discussed in sufficient depth in psychology 
and mental health training programs, providers may have to explicitly educate 
themselves on disability culture and identity and address their own biases and 
beliefs regarding disability (Andrews et al., 2013). Additionally, providers should 
also be aware that different individuals may have different views on disability and 
may be at different stages of disability identity development. For example, some 
people with disabilities may see disability as an integral and positive part of their 
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identity, while others, particularly those with newly acquired disability, may view 
their disability as something that is wholly negative, alien to them, or at odds with 
their own perception of self, and still others may fall at intermediary points along 
that spectrum. Thus, providers should assess and respond to an individual’s own 
identity rather than imposing their own beliefs about what a client’s disability iden- 
tity “should” ideally be. 

Similarly, providers who work with survivors of IV should incorporate a client’s 
religious beliefs, faith background, and faith community where appropriate. As dis- 
cussed in Chaps. 11 and 12, providers may be hesitant to bring up faith, religion, or 
faith communities; however, faith and religion may play an important role in both 
survivors’ identity development and in their personal and social support systems. 
Failing to ask about or incorporate faith and faith communities in the discussion of 
a survivor’s resources and identity may leave the survivor feeling as though they 
cannot bring up issues or support related to that aspect of their life, potentially lim- 
iting to provider’s ability to provide fully informed and culturally competent ser- 
vices (APA, 2002). As with disability, survivors may be at different stages of their 
faith or religious identity and development. For example, some may have a long- 
standing set of beliefs and faith community, while others may be newly developing 
their identity in—or transitioning out of—a given denomination or faith commu- 
nity. As with all aspects of culturally competent service provision, it is important 
that providers understand and respect how survivors’ faith background may influ- 
ence their experiences and how it may intersect with other aspects of their identity 
(APA, 2002). 

As was discussed extensively throughout this text, the intersection of disability, 
religion, and interpersonal violence is a complex and often overlooked phenome- 
non. Providers, individuals, and activists from all the communities must work 
together to promote knowledge generation, better services, and broad social justice 
in this area. On the individual level, providers should seek to better understand dis- 
ability, faith, and interpersonal violence issues and how these identities and experi- 
ences intersect with each other and with other aspects of identity. Similarly, 
providers must then focus on actually providing physically, programmatically, and 
culturally accessible resources and care to those who experience both interpersonal 
violence and disability. On a social level, providers should work with individuals, 
community organizations and leaders, and others to promote social awareness, 
change, and justice around the issues of inclusion, acceptance, and well-being of 
survivors with disabilities. Faith communities and faith leaders should be included 
as part of this broader move toward social justice and should be called upon to 
ensure that their communities are accessible, uplifting, and inclusive of individuals 
with disabilities and interpersonal violence survivors. Additionally, researchers 
should be involved in this movement in order to help community members and 
service providers understand how to best include and serve these individuals and 
the barriers and facilitators to doing so. As mentioned above, we should strive for 
a “no wrong door” approach in which interpersonal violence survivors with dis- 
abilities are met with accessible, inclusive, and culturally competent support no 
matter what type of resource and support they access. Although this is an extremely 
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ambitious and not an easily accomplished goal, educating service providers on the 
issues of disability, violence, and faith is the first step on the road to change. All 
steps taken toward this goal, even small ones, will help to ensure a better, more just 
future for individuals with disabilities, interpersonal violence survivors, and soci- 
ety as a whole. 
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